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Abstract

Background: Ulcerative colitis is an inflammatory bowel disease, it has a complex nature and its
prevalence is increasing globally. This study aims to evaluate services provided to persons with
ulcerative colitis through governmental health care facilities in the Gaza Strip.

Methodology: A mixed method was used by the triangulation of quantitative and qualitative
approaches. Quantitative methods was used in collecting data from all registered ulcerative colitis
patients via a questionnaire which was completed by 157 patients and reviewing patients’ files in the
primary health care centers using a checklist (145 files). Qualitative data were collected through in-
depth interviews from 10 ulcerative colitis patients or their family members and 10 key informants to
probe for their perspectives about the provided health care services. The statistical Package of Social
Sciences software was used for the data entry and analysis of the questionnaire, the excel program was
used for the data entry and analysis of the checklist and open coding thematic analysis was used for the
qualitative part.

Results: The study revealed that the mean age of participants was 40.9 years and that 58% of them
were males. It is found that 63.7% of the study participants perceived that they were in remission phase
and 36.3% of them were in relapse. Nearly one third of participants were found to have other chronic
disease/s. Services provided from governmental primary health care centers are medications
dispensing, laboratory tests, health education and nutritional counseling services. These services are
provided also through governmental hospitals in addition to colonoscopy, emergency department and
inpatient care services. Most of the study participants (77.7%) do not know if there is a psychologist or
not at governmental facilities, 19.7% said that there is no such specialty and only 2.5% agreed that
there is a psychologist in governmental health care facilities. The place of dispensing medications for
most of the study participants was governmental primary health care centers (98.7%), followed by
community pharmacies (36.3%). Of the participants surveyed, 41.4% agreed that they found their
medications all the time and 44.1% found colonoscopy available in governmental hospitals all the time.
The average waiting time for follow-up was long at hospitals from clients’ perspectives (102.8 minutes),
while it was found 11.6 minutes at primary health care centers. The average contact time with the
physician in hospitals was 12.3 minutes and 5.7 minutes in primary health care centers. Nearly half
(52.2%) of the participants agreed that they received health education in governmental facilities
regarding ulcerative colitis. Nearly two thirds of participants (68.6%) were returned back home at least
once in the past year without receiving services they came to receive. User-provider interaction mean
percentage was high (85.7%) and high satisfaction was elicited from the provided services. The total
health-related quality of life for the study participants was found 4.46 out of 7. Inferential statistics
results revealed that there were statistically significant relationships between user-provider interaction
and both gender and governorate. Females scored better user-provider interaction than males and
patients from Rafah have the highest mean in user-provider interaction. Also, the study results revealed
that the higher the education level, the higher the health-related quality of life. Retired patients was
found to have the highest health-related quality of life, then the working people, while patients who
were not working have the lowest average of health-related quality of life. Patients who do not
experience flare-ups since starting to take their medications have the highest health-related quality of
life mean, while those who experience them in a frequency of less than a month or irregularly have
lower mean than others. Patients who had their last attack for longer periods of time have better health-
related quality of life as well as those who were in remission state. Documentation completeness
average score was 26.1% for patients’ files in the primary health care centers, it is very low. The
qualitative part results are generally consistent with the obtained quantitative data and support the
need for improvement of the provided services.

Conclusion: The study concluded that the provided health care services regarding ulcerative colitis are
still in need for more improvement especially in providing psychological support, reducing waiting
time, increasing contact time, the need to increase the number of specialists such as gastroenterologist
and nutritionists, enhancing coordination and cooperation between health care levels and improving
documentation practices.
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Chapter One

Introduction

1.1 Background

Ulcerative colitis (UC) is one of the main subtypes of inflammatory bowel disease (IBD)
collectively with crohn's disease (Bruining, 2015). It is a chronic inflammatory condition
of the large intestine that is limited to the mucosal layer of the colon. It involves the rectum
mostly, and may extend in a proximal and continuous fashion to involve other portions of
the colon (Cohen & Stein, 2020). UC disease includes periods of remission exchanging
with periods of active disease. During exacerbation, medical therapy is directed towards

remission induction (Gelber et al., 2019).

Individuals with UC are at risk of consequences ranging from nutritional deficiencies due
to decreased nutrient intake, malabsorption, increased energy expenditure, and/or increased
losses of proteins. The most common deficiencies are iron, vitamin D, vitamin B1,, and
zinc (Lee, 2019). The consequences of UC may protrude to colonic epithelial dysplasia and
carcinoma in the case of long-standing disease (Friedman & Blumberg, 2018). In addition
to its health consequences, UC has a high economic burden represented by both direct and
indirect costs (Cohen et al., 2010) as well as its psycho-social burden affecting patients'
lives as well as their families lives (Becker et al., 2015). To enable patients with UC to
have longer lives of a higher quality, their chronic condition should be controlled (Sachar,
2015). UC management involves medical management, controlling diet and exercise
(Davis et al., 2017). People with UC also need nutritional counseling and psychological
support to prevent the development of depression (Hwang & Yu, 2019). Generally, UC
severity is classified as mild, moderate or severe (Cohen & Stein, 2020). Patients are
turned to anti-inflammatory drugs to manage mild symptoms or to potent steroids or
immune-modulators to control more severe cases. However, many people do not obtain
complete remission and around 15% of them pass surgical operations to remove all or part

of their colon within 20 years of their disease diagnosis (Eisenstein, 2018).

In the Gaza Strip (GS), health care services for UC patients are primarily provided through
governmental primary health care (PHC) centers and hospitals distributed through the GS.
According to the World Health Organization (WHQ), UC patients are affected by medicine
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shortages and part of them requires referrals because their medications are unavailable in
the GS (WHO, 2017a).

1.2 Research problem

UC management is a crucial step that affects the progression and severity of the disease. It
includes several steps beginning from UC diagnosis, follow-up, counseling about how to
live with it, choosing suitable medication/s, dispensing these medications up to surgical
intervention and psychological support. In the complex context of the GS that is
accompanied by scarcity of resources and the resulting protracted humanitarian crisis, the
status of caring for UC patients is not clear enough as well as how the provided services
are being managed. This study fills the gap by focusing on the existing services which are
provided for UC patients by evaluating them from the time of UC diagnosis till drug
dispensing passing through follow-up and medical intervention for some cases. The study
sheds the light on the existing resources (input items), the suitability of process items and
the result of these variables (output/outcomes).

1.3 Justification

UC is a complex disease and it is considered as a predisposing factor for other health
complications including colorectal cancer (Friedman & Blumberg, 2018). Good UC
management includes appropriate service provision like the early diagnosis accompanied
by the presence of appropriate tools and tests, qualified staff, patients’ adherence to their
prescribed medication/s and introducing an appropriate diet for each patient according to
his/her individualized case. This study is carried out to explore these variables. The study
tries to identify areas of weakness to concentrate on them and address them, areas of
strengths to sustain them and introduce continuous improvements on them. This study also
tries to identify areas where opportunities exists to try achieving them and to search for
areas of threats to be aware and avoid them, this will be reflected on outputs like
improving the provided services what will be reflected in turn on health outcomes of UC
patients as stabilization of the patient’s case, preventing health consequences, enhance

their satisfaction and improving their quality of life (QoL).

The study is beneficial to the researcher herself as UC is a field of her interest; the study
helps in deepening her knowledge about this subject and helps her in her work as a
pharmacist while dealing with UC patients. The study findings will be disseminated and



will participate in enriching the body of knowledge. The study will provide a reference in
this area which is neglected to some extent at the same time that UC patients have a lot of
suffering due to their disease and they need more care and attention. Moreover, the study
will be beneficial for researchers who are interested in this field and will help them in
conducting further research. This study sheds the light on the requirements of UC patients
what will be beneficial for the interested organizations. The study findings are expected to
be of benefit also for PHC centers' health staff and technical people who work in hospitals
like internists, gastroenterologists and nurses, it will help them to realize the current status
of the provided services and will help them in identifying areas that need more
improvement. Also, this study will help policy makers to specify areas of prioritization in
this regard and help them in implementing future plans that would be beneficial in

improving the quality of the provided services to UC patients.
1.4 Aim of the study

The study aims to assess the UC management in the GS in order to provide policy makers
with evidence-based information and recommendations that may contribute in boosting the

UC patients' health and decrease mortality and morbidity among them.
1.5 Objectives of the study

e To assess the provided services for UC patients using Donabedian’'s model including

structure (input), process and output/outcomes components.

e To identify areas of strength, weakness, threats and opportunities of the provided
services in the context of the GS.

e To explore the perspectives of both clients and working staff concerning the provided

services.

e To explore variations in patients’ perspectives and experience in reference to their

characteristics and disease related variables.

e To suggest recommendations that may be helpful in improving services provided to

UC patients what will lead to the enhancement of their health status.



1.6 Research questions

What is the status of the provided services to UC patients in the GS?

To what extent do the inputs of the provided services are adequate and suitable?
To what extent do the processes of the provided services are suitable?

To what extent do the provided services are sustainable?

To what extent do the outputs/outcomes meet the needed requirements?

What are the areas of strengths and weaknesses of the services provided?

What are the likely threats and opportunities concerning the provided services?
What are the perspectives of clients concerning the available services?
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What are the perspectives of service providers regarding the available services?
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. What is the effect of patients’ characteristics on their perspectives concerning the
provided services?
11. What is the effect of disease related variables on patients’ perspectives concerning
the provided services?
12. What recommendations are suggested from this research?

1.7 Context of the study
1.7.1 Demographic context

The GS has a total area of about 365 km?. It consists of 5 Governorates: North Gaza, Gaza,
Deir Al Balah, Khan Yunis and Rafah according to the Palestinian Central Bureau of
statistics (PCBS, 2018a). The last census which was performed in December 2017
indicates that the GS total population is 1,899,291 persons contributing in 40% of Palestine
population (PCBS, 2018a). The GS is an area with a very high population density of about
5,203 inhabitants per Km? (PCBS, 2018b), with an average annual growth rate of 3.0%
(PCBS, 2020). Regarding age structure in the GS, 48% of its population are under 18 years
old and only 4.3% of the total population are aged 60 years and older, so the local society
is still young (PCBS, 2019a). The classification of localities indicates that there are no
rural areas in the GS; it only contains urban areas and camps. Inhabitants’ distribution
represents that 1,624,782 persons live in urban areas and 250,535 persons live in refugee
camps representing 86.6% and 13.4% of the total population living in the GS respectively
(PCBS, 2019b). In the GS, 1,239,112 persons are registered as refugees indicating 66.2%
from the total population (PCBS, 2019a).



1.7.2 Socio-economic context

The long-standing blockade in the GS affects the socioeconomic context deeply and
resulted in a protracted humanitarian crisis and a fragile context. The existing stuffy
blockade applied on Gaza puts several restrictions on both importing and exporting
processes and led to the reduction of fishing area from six to three nautical miles from
Gaza’s coast. Restrictions also are extended to import including food, medicine entry, fuel,
cooking gas and a long list of other goods which is prevented from its normal flow. In the
same time, living conditions in the GS continue to deteriorate as a result of the severe
shortage of electricity and intermittent outbreaks of hostilities due to the recurrent
escalations combined with the absence of investment and the vulnerability of the
population. All these factors react together leading to negative impacts affecting all aspects
of civilian life, particularly women and children (OCHA, 2018, 2019).

Nearly half of the population in the GS live below the poverty line ($5.50 per day or less)
and 62% of the households are estimated to live lacking food security (OCHA, 2019). The
highest unemployment rate in Palestine exists in the GS (PCBS, 2019c), the unemployment
rate in the GS is 52% (43.5% for males compared with 74.5% for females) and the
unemployment rate among youth aged between 15-24 years was 71.8% (65.3% for males
compared to 92.2% for females) (PCBS, 2019b). The highest rate of unemployment exists
in Rafah governorate (58.3%), followed by Khan Yunis with 53.3%, then Deir al Balah
with 51.6%, North Gaza 44.6% and the lowest exists in Gaza with 42.7% (PCBS, 2018a).
Regarding illiteracy rates, it is noticed that the GS rate is like that in Jerusalem, have the
lowest illiteracy rate in Palestine of about 2.0% (PCBS, 2018a). The latest census 2017
showed that the total number of illiterates in the GS aged 15 years and over was 32,714, it
was more prevalent among females than males; as 9,509 males were found illiterate versus
23,205 females (PCSB, 2019a).

1.7.3 Health status

The health sector in the GS faces the three burdens of disease (communicable diseases,
NCD's and the burden of injuries) added to that the deteriorated political, security, and
economic situations, all these factors are conjugated together leading to multiple
challenges affecting service delivery, health outcomes and detaining the efficient planning
and health sector management (World Bank, 2016). According to the same source,
Palestinian people in the GS as well as in West Bank are experiencing an epidemiological

transition from communicable diseases into non-communicable diseases (NCDs). In the



same time that the burden of NCDs is rising, injuries and health consequences resulted
from the occupation and recurrent conflicts are also increasing (WHO, 2017b). Regarding
the leading causes of death in the GS in 2020, it is reported by the Ministry of Health
(MoH) that heart diseases have the highest percent; they were responsible for 49.3% of
deaths, after that cancer (9.4%), then cerebrovascular diseases with the percent of 6.1%,
COVID-19 was the following leading cause of death in 5.2% of cases, followed by
respiratory diseases (4.8%), renal failure (4.5%), conditions in the perinatal period (3.9%),
hypertension (3.5%), infectious diseases (3.1%), congenital anomalies (2.3%), accidents
(1.6%), Diabetes mellitus (1.5%), cerebral plasy (1.2%), liver diseases (1.1%) and other
minor causes representing 3.7% (MoH, 2021a).

The health care system in the GS suffers from severe shortage of essential spare parts for
sophisticated equipment. This leads to a greater need for patients’ referral outside the GS.
According to the maintenance department of health authority in the GS, the main reasons
for this shortage are insufficient allocated budget and the current siege imposed on the GS
(WHO, 2016a). As a part of the Palestinian health system, health care services in the GS
are delivered by a complex network of service providers. These providers are: The MoH
and the Palestinian Military Medical Services (PMMS), together considered as public
healthcare facilities and they are considered as the main service providers, United Nations
Relief and Works Agency for Palestine Refugees in the Near East (UNRWA), non-
governmental organizations (NGOs) and the private sector (World Bank, 2016).

Ministry of health facilities

The MoH has 51 PHC centers and 13 hospitals in the GS. MoH facilities provide 2,240
beds (from total 2,943beds in the GS) representing 76% of bed capacity in the GS (MoH,
2019). The MoH is the governing body of all functions of the health system including
financing, coordination, licensing, regulation and service provision (WHO, 2019). The
referral system was created due to the unavailability of particular medical staff specialties,
treatments, medications, equipment and infrastructure within the public system, so a large
number of patients are referred to not-for-profit or commercial providers to obtain tertiary
care. The access to referral medical centers in Jerusalem, West Bank or the Israeli medical
centers is only possible after obtaining a permit from the Israeli authorities, which is a
complex process that can result in delays and denial of care (WHO, 2017b).



The Palestinian Military Medical Services facilities

PMMS facilities provide mainly PHC services through 5 health care centers, they provide
also secondary and tertiary health care services in 2 hospitals. The PMMS provides 177
beds representing 6% of bed capacity in the GS (MoH, 2019).

United Nations Relief and Works Agency for Palestine Reugees in the Near East

UNRWA plays a critical role in providing PHC services through its 22 clinics distributing
across the GS (MoH, 2019). The provided services through these clinics include outpatient
care, NCDs, communicable diseases, maternal care including contraceptive care, antenatal
care, safer delivery care with referrals and subsidies for hospital delivery, post-natal care
and child health care including infant and child care (0-5 years old), immunization, growth
monitoring and school health. UNRWA clinics also provide the services of oral health,
physical rehabilitation, disability care and radiology (UNRWA, 2019).

Non-governmental organizations

In the GS, there are 80 PHC centers and 16 hospitals operated by NGOs, these hospitals
provide 526 beds representing 22% of the total beds in the GS (MoH, 2019). NGOs play an
important role in service delivery (World Bank, 2016), they provide PHC services,
maternal health services, rehabilitation and specialized care in referral hospitals. They are a
mixture of traditional charities, Islamic charitable committees, Christian charities and non-
profit organizations and they are supported mainly by the Palestinian diaspora (WHO,
2017b).

1.8 Operational definitions
Ulcerative colitis patient

Is a patient who was diagnosed with UC disease and receives health care services related to

the disease from governmental PHC centers or hospitals.
Satisfaction

Satisfaction is calculated in this study using the performance part of the Quality of Care
Through the Patient’s Eyes for IBD patients (QUOTE-IBD) questionnaire. Patients

answers are scored by putting the value 1 for each “no” and “not really” answers and



putting the value O for the answers “on the whole, yes” and “yes”, then the mean of each
domain is calculated. Average performance scores range from 0 which represents the best

performance to 1 that represents the worst performance (Van der Eijk et al., 2001).
Health-related quality of life (HRQoL)

It is defined by the Centers for Disease Control and Prevention (CDC) in 2000 as “an
individual’s or a group’s perceived physical and mental health over time”. To measure it,
the 4 domains’ short inflammatory bowel disease questionnaire (SIBDQ) is used. Each
question is rated from 7 and the average for each domain is calculated by adding its items’
responses divided by their number. The mean of total dimensions is the sum of responses
for all the 10 questions dividing the result by 10. The resultant value ranges from 1 to 7.
The higher the score, the higher the HRQoL with less IBD’s impact (Irvine et al., 1996).



Chapter Two
Conceptual framework and literature review

2.1 Conceptual framework

In this study, Donabedian's model is used as a framework to evaluate the provided health

care services for UC patients in the GS. These services are evaluated in terms of the three

Donabedian’s model components including input (structure), process and output/outcome.

This evaluation is carried out in order to explore the effectiveness of the provided services

and to explore if they attain the desired needs of both patients and the working staff. Each

component of the Donabedian’s model is analyzed into its sub-components to be evaluated

within the GS context.
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2.1.1 Input (structure)

According to Donabedian, the structure is the settings in which the process takes place and
the instrumentalities of which the process is the product and it is expected that the proper
settings and instrumentalities, the good medical care that can be followed. The structure
domain includes the adequacy of qualified medical staff, equipment, facilities, medications
(Milbank Memorial Fund, 2005). Input domain contains the items human resources (HR),
medications, materials, equipment, medical facilities, policies and protocols and
information system. Inputs have influence on both process and output domains.

2.1.1.1 Human resources

The study explores the availability of adequate numbers of qualified HR who deal with UC
patients as well as their suitable distribution. Health care staff personnel who are needed to
deal with UC patients include gastroenterologists, pharmacists, nutritionists, nurses,
surgeons and psychosocial specialists. The availability/unavailability status of those HR
may affect process items like waiting and contact times and output/outcomes like

stabilization of case, satisfaction and QoL.
2.1.1.2 Health care facilities/physical conditions

This research examines the existence of suitable places for the provision of services
regarding UC patients, facilities should contain areas for diagnosis, treatment, counseling

and medication dispensing.
2.1.1.3 Medications, devices and other technologies

The research identifies the degree to which UC medications are available in both the
variety in types and adequacy in quantities. The study identifies the number of
colonoscopy devices that are present and whether their number meet the current needs or
not as well as the existence of needed laboratory (lab) tests. The availability of these
components may affect process items as waiting time for colonoscopy and may affect
outputs/outcomes as well. These outputs like number of beneficiaries from medications
dispensing, beneficiaries from colonoscopy performance and lab tests performance.
Outcomes that may be affected by the availability of these inputs are health
improvement/restoration of function, patients’ perspectives about the provided services,

patient satisfaction and QoL.
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2.1.1.4 Guidelines and standards

The study assesses the presence of suitable policies and guidelines that determine proper
way of health care provision for UC patients and enhance its application. Guidelines
availability as an input may affect the process domain, it may define for example the form
of coordination between different levels, also, standards availability for the way of dealing
with patients may affect outputs/outcomes.

2.1.1.5 Information system

The study explores the existence of efficient health information system (HIS) and
investigates its characteristics from the perspectives of health care staff. It may have an
influence on processes like documentation and it affects outputs/outcomes.

2.1.2 Process

Process domain includes waiting time, contact time, accessibility, follow-up, user-provider
interaction, health education, documentation and coordination subdomains. Process items

are affected by input domain and affects output/outcome domain.
2.1.2.1 Waiting and contact time

The study determines the suitability of waiting and contact times in governmental
facilities. It is determined from both patients and health care staff point of view. The study
focuses on the waiting time of follow-up, lab tests performance, colonoscopy performance
and medications dispensing from governmental facilities pharmacies. Contact time with
doctor is identified also. Waiting and contact times may affect outputs like the number of
beneficiaries from the provided services in governmental facilities like beneficiaries from
follow-up visits and colonoscopy performance and it may affect outcomes like patients’

satisfaction and QoL.
2.1.2.2 Accessibility

Accessibility includes the ease of patients to reach governmental health facilities and the of
patient’s flow through treatment journey. Accessibility is explored through the steps from
diagnosis to drug dispensing whether they are smooth or having obstacles. Accessibility is
affected by the availability of inputs like medications and colonoscopy devices and it may
affect outputs/outcomes like number of beneficiaries and health outcomes.
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2.1.2.3 Follow-up

Follow-up is a very important step in controlling the progression of UC. Periodic follow-up
visits help to notice any discomfort, complications or health hazards facing the UC patient.
Adherence of patients to regular follow-ups is explored. Follow-up may be affected by the
presence of adequate HR and may impact outputs/outcomes.

2.1.2.4 User-provider interaction

The research investigates the presence of suitable user-provider interaction, this includes
careful listening to UC patients’ questions and complaints, giving patients the needed
information in understandable language and replying to all their concerns. Moreover, the
study explores the existence of respect between clients and health care providers. The
study identifies how this domain interacts with demographic and medical information.

2.1.2.5 Health education and nutritional counseling

The existence of health education and nutritional counseling is explored in this study from
the perspectives of UC patients and health care providers. It may be affected by the
presence of adequate number of HR like GIT specialists and nutritionists and may affect
the outputs/outcomes as stabilization of the UC case, satisfaction and QoL.

2.1.2.6 Documentation

Documentation is considered a very important parameter for both the health care system and
the UC patient. It ensures proper case management and saving health care system resources.
The availability of a record for every patient is investigated as well as medical record
completeness for every registered UC patient. The perspectives of health care staff about
documentation practices are explored also. Documentation may be affected by the presence of
a trained health staff personnel and the presence of an efficient HIS and it may affect the UC
patient outcomes as it helps in case management.

2.1.2.7 Coordination

The extent of coordination between the health care staff of the same facility (horizontal
coordination) is explored (e.g physicians, nurses, pharmacists, nutritionist, ...etc) as well
as coordination availability between the different health care providers like primary,
secondary/tertiary, NGO’s and private health care facilities (vertical coordination). Good

coordination and cooperation may affect outcomes.
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2.1.3 Output/outcome

Outputs and outcomes are affected by input and process variables. A lot of advantages are
gained when outcomes are used to evaluate medical care quality as they are considered as

concrete and precise measurements. Outcomes are the ultimate results of outputs.

Outputs

2.1.3.1 Provided services

The study identifies the available services for UC patients and if there are other missing
ones and evaluates the quality of the available services. They are affected by the presence

of needed inputs and affected by process variables like waiting time.
2.1.3.2 Number of performed colonoscopies

This study identifies the number of performed colonoscopies.

2.1.3.3 Number of beneficiaries from the provided services/ activities
The number of follow-up visits in GIT outpatient clinics is identified.
Outcomes

2.1.3.4 Patients’ satisfaction

Satisfaction of patients regarding the quality of care is identified in terms of accessibility,
courtesy, cost, accommodation, continuity of care, provided information, competence and
autonomy. Patient’s satisfaction is affected by inputs availability and processes suitability.
Furthermore, the study explores the correlates between demographic variables and UC
patients’ satisfaction as well as the correlates between patients’ medical information and

their satisfaction from the provided services.
2.1.3.5 Health-related quality of life

HRQoL is assessed to identify the extent to which UC affects patients’ daily life. It may be
affected by both input and process variables. The effect of demographic characteristics and
medical information on patients” HRQoL is identified.
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2.1.3.6 Patients’ and working staff’s perspectives towards the provided services
Perspectives of patients and working staff towards the provided services are investigated.
2.1.3.7 Stabilization of the case

After receiving health care services, the stabilization of UC patient case is investigated

from patients’ perspectives.
2.1.3.8 Restoration of function

Patients’ perception about restoration of their bowel function, eating habits and normal

work after receiving health care services regarding UC is identified through this study.

2.1.4 Intervening factors

2.1.4.1 Patients’ characteristics

Patients’ characteristics have an influence on domains under study (input, process and
output/outcome). It can affect the course of disease and affects its management, so they are
considered in the study. Patient characteristics include many aspects like age, gender,
living place, marital status, years of education, refugee status and working status. Patients’
characteristics are taken into consideration, then their effect on the other variables is
identified.

2.1.4.2 Disease related variables

Disease related variables also have an influence on the studied variables in the three
domains and may affect disease management decisions. Disease related variables include
years of disease from diagnosis, frequency of experiencing flare-ups, relapse/stability
status, presence of extra-intestinal manifestations (EIMs), disease severity and extent and

undergoing surgery.
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2.2 Literature Review

2.2.1 Definition

According to the European Crohn's and Colitis Organization (ECCO), UC is a lifelong
disease arising from an interaction between genetic and environmental factors, it is
observed predominantly in developed countries and its precise aetiology is still unknown,
therefore its cure is not available yet (Dignass et al., 2012).

2.2.2 Epidemiology

Globally, prevalence rates of UC are ranging from 4.9 to 505 per 100,000 in Europe, 37.5
to 248.6 per 100,000 in North America (Friedman & Blumberg, 2018), 286 per 100 000 in
the USA (Ng et al., 2017) and 4.9 to 168.3 per 100,000 in the Middle East and Asia. In
countries that are becoming more westernized, like China, South Korea, India, Lebanon,
Iran, Thailand, and countries in the French West Indies and North Africa, IBD generally
and UC specially appears to be emerging, for example, in South Korea, the prevalence of
UC has quadrupled from 7.6 per 100,000 in 1997 to 30.9 per 100,000 in 2005. In Hong
Kong, the prevalence of UC almost tripled from 2.3 in 1997 to 6.3 per 100,000 over a 9-
year period. Urban areas have a higher prevalence of IBD than rural. The incidence peak of
UC occurs from the second to fourth decades of age (Friedman & Blumberg, 2018).
Regarding female-to-male ratio in the case of UC, it ranges from 0.51 to 1.58 (Friedman &
Blumberg, 2018). In Abukhedeir study (2020), which was conducted in the GS, it was

found that 42.7% of participants were females and 57% were males.

2.2.3 Ulcerative colitis management

The main goals of treatment are achieving remission, then maintaining it. Achieving
remission aims to control UC symptoms, while maintaining remission aims to prevent
symptoms from getting back (Peppercorn & Kane, 2019). Individualized therapy is
essential in treating each UC case. To get the best possible long-term outcomes of
therapeutic management, mucosal healing should be achieved and not merely the clinical
symptoms healing (Daperno et al., 2019). In a study that was carried in 2019 by
Ljungstrom et al., they found that 23.3% of the participants experienced a flare-up in the
last 6 months, while 34.2% had a relapse in the last 6 to 12 months and 42.5% of the
participants did not experience relapses during the last 12 months. Some studies like
Carpio et al. (2016), found that 25.8% of the participants were experiencing a disease flare-
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up, 22.2% experienced their last flare or sustained worsening of UC symptoms from less
than 6 months, 13.9% experienced them before 6 to 12 months, 34.4% experienced these
symptoms from a period of more than 12 months and 3.8% of their study participants
mentioned that they are not sure about the last time to experience a flare-up.

2.2.3.1 Diagnosis and clinical manifestations of ulcerative colitis

Based on physical examination and the pre-existing clinical symptoms, the diagnosis of
UC is confirmed using a combination of methods including endoscopy, radiography,
serologic tests and pathological studies (Bruining, 2015).

Regarding clinical manifestations, UC onset may be noticed suddenly or gradually over
time. Increased bowel movements and bloody diarrhea may be experienced accompanied
by fecal urgency, abdominal pain and cramps. Fever may be noticed also through
exacerbation periods. Exacerbation periods appear to alternate with improvement or
remission periods. All these manifestations occur with or without the use of medical
therapy (Bruining, 2015). In Carpio et al. study (2016), it was found that 60.2% of
participants, suffered from diarrhea, 57.1% noticed rectal bleeding, 54.5% suffered from
flatulence, 52.5% from fatigue and tiredness, 47.5% had abdominal pain and/or stinging
and 38.8% experienced joint pain. In another study, it is found that 78% of the UC patients
were in remission and 22%were in relapse according to patients’ perspectives (Molander &
Ylanne, 2019). Nausea, anorexia and weight loss are uncommon when the disease severity
is mild to moderate or when the inflammation is only left sided, while these manifestations
may appear in the case of severe active disease (Bruining, 2015). According to Panés et al.
(2017), 22.6% of UC patients have a history of EIMs.

Lab tests findings may be normal in mild cases, iron deficiency anemia may occur due to
blood loss from gastrointestinal tract (GIT) and may be increased due to the effect of
cytokines on the bone marrow, while in severe cases, hypoalbuminemia, hypokalemia, and
metabolic acidosis may be found due to the loss of potassium and bicarbonate with
diarrhea with increased leukocyte count (Bruining, 2015). Active UC can be associated
with a rise in C-reactive protein (CRP) test, erythrocyte sedimentation rate (ESR), platelet
count and a decrease in hemoglobin. Lactoferrin is a glycoprotein which present in
activated neutrophils, while calprotectin is present in neutrophils and monocytes, so, the
presence of fecal lactoferrin, is a specific and highly sensitive marker for detecting
intestinal inflammation. Fecal calprotectin levels correlate well with inflammation, predict

relapses, and detect pouchitis. Recently the last two tests become integral parts of IBD
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management as they are frequently used to differentiate active inflammation from
symptoms of irritable bowel syndrome or bacterial overgrowth (Friedman & Blumberg,
2018). The perinuclear antineutrophil cytoplasmic antibody (pANCA) test is found to be
positive in about two thirds of UC patients, while anti-Saccharomyces cerevisiae antibody

(ASCA) test is found to be positive nearly in one third of them (Bruining, 2015).

Flexible proctosigmoidoscopy or colonoscopy can be used to identify UC and determine its
extent, while in severe active disease, only a limited rectosigmoid colon examination
should be performed due to the increased risk of perforation (Bruining, 2015).
Colonoscopy is used also to perform biopsies, and evaluate strictures and it is indicated to
differentiate between crohn's disease and UC when their manifestations are overlapped.
Colonoscopy is also indicated in surveillance biopsies for the exclusion of dysplasia
development or cancer in patients with UC for more than 8 years (Loftus, 2016).
Specimens from mucosal biopsy of the inflamed areas of the GIT are useful to exclude
infections or noninfectious colitis causes, like ischemia or drug side effects as non-
steroidal anti-inflammatory drugs (Bruining, 2015). The same source indicates that in
severe active UC, plain abdominal films with supine and upright views should be
performed to exclude the existence of complications, like toxic dilatation or the presence of
free air due to perforation.

2.2.3.2 Ulcerative colitis medications

UC as other types of IBD, is characterized by periods of flare-ups followed by remission
periods, so it difficult to distinguish between favorable responses to medications from
remission episodes (Gelber et al., 2019), but generally, UC treatment depends on the
severity of the disease. In case of mild to moderate symptoms (including rectal pain and
bleeding) and mild diarrhea, topical medications can be directly applied to the rectum. The
mostly used medication as first line treatment is 5-amino salicylic acid (5-ASA) agents.
These agents are effective for induction and maintaining remission in UC while in the case
of severe symptoms represented by six or more episodes of bloody diarrhea a day -which
mostly accompanied by other symptoms-, an oral glucocorticoid (steroid) or a biologic
therapy may be indicated (Peppercorn & Kane, 2019). Medical treatments do not only
enhance the stability of the disease, but it also normalizes the physical and mental health
status (Yarlas et al., 2018). Panés et al. (2017) found that 82.4% of participants were taking

aminosalicylates, 36.7% of the participants were on thiopurines (immunosupressors), while
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16.5% were taking corticosteroids and 23.6% were taking tumor necrosis factor alpha
inhibitors (anti-TNFa drugs. To assess patients adherence to medications, Min Ho et al. (2019)
used Medication Adherence Report Scale (MARS) and found that 88.3% of UC patients were
adherent to their medications, where 11.7% of them were non-adherents.

5-Amino salicylic acid agents

This group of medications includes sulfasalazine, mesalazine (Pentasa, Asacol HD).
Sulfasalazine is effective for mild to moderate cases, its high rate of side effects limits its
use, these include allergic reactions, headache, anorexia, nausea and vomiting. It also
impairs the absorption of folate, so patients should be given folic acid supplements.
Mesalazine, triggers symptoms relief in most people within 4-6 weeks of its use. When the
patient does not experience any improvement after this period, a glucocorticoid (steroid)

may be added with or instead of the oral 5-ASA medication (Peppercorn & Kane, 2019).
Glucocorticoids (steroids)

Patients with moderate to severe UC are benefitted from oral or parenteral glucocorticoids
and they are used only for specific periods during flare-ups, its cessation is performed with
tapering after symptoms improvement, but when the case does not improve, other
medicines may be introduced like cyclosporine (CSA) and biological drugs (Peppercorn &
Kane, 2019). Glucocorticoids for UC treatment include many types like prednisone,
budesonide and hydrocortisone. Budesonide is a new glucocorticoid for UC treatment, it is
taken orally and released entirely in the colon and has minimal or no glucocorticoids side

effects, while hydrocortisone may be given parenterally (Friedman & Blumberg, 2018).
Biological drugs

Biological agents are a group of medications produced by genetic engineering, they are
made from living organisms. These agents work by targeting specific cells in the gut that
contribute in the inflammation process (LeBlanc et al., 2015). Thus biologics interfere with
inflammation pathways, and promote healing of the inflamed colon, they can be used for
remission induction or maintaining it by long-term use (Peppercorn & Kane, 2019).
Patients responding to these biological drugs experience an improvement in clinical
symptoms, better QoL, less disability, fatigue, depression, fewer hospitalizations and

surgeries (Friedman & Blumberg, 2018). This group of drugs include TNF-a inhibitors like
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adalimumab (Humira), infliximab, certolizumab and golimumab. Biologics also contain
a4-Integrin inhibitors like vedolizumab, natalizumab and interleukin-12/23 (IL-12/23)
inhibitors like ustekinumab (Motycka & Khoury, 2019). In spite their large benefits, they
have multiple side effects, so they are reserved for cases suffering from moderate to severe

UC alone or combined with other medications (Peppercorn & Kane, 2019).
e Anti-TNF Therapies

Infliximab is an intravenous biologic therapy used for active UC not responding to
glucocorticoids, 6-Mercaptopurine (6-MP), or 5-ASA (Friedman & Blumberg, 2018).
Infusion reactions and a decreased response to treatment may be experienced due to
development of antibodies to infliximab and skin lesions (Friedman & Blumberg, 2018).
Adalimumab is a recombinant human monoclonal immunoglobulin G1 (IgG1) antibody, it
Is a subcutaneous injection and it is approved for the treatment of moderate to severe cases
(Friedman & Blumberg, 2018).

e Anti integrins

Integrins are expressed on the cell surface of leukocytes and serve as mediators of
leukocyte adhesion to vascular endothelium (Friedman & Blumberg, 2018). Natalizumab is
a recombinant humanized IgG4 antibody effective for the induction and maintenance of
UC. It was introduced to patients who are intolerant to anti-TNF therapy, but now it is not
widely used due to its side effects (Friedman & Blumberg, 2018). Vedolizumab is a
monoclonal antibody, it is indicated for UC cases who experience no or inadequate
response to TNF-a inhibitors or intolerant to them or to immunomodulators and

glucocorticoids (Friedman & Blumberg, 2018).
e Interleukin-12/23 Inhibitors

Ustekinumab is an intravenous injection and it consists of fully human IgG1 monoclonal
antibody that blocks the biologic activity of IL-12 and IL-23. It is approved recently from
the Food and Drug Administration for patients who had failed therapy or were intolerant to
immunomodulators or corticosteroids (Friedman & Blumberg, 2018). If the case does not
respond to medications or experiences unbearable side effects from their medications, they

may choose surgery to remove their colon (Peppercorn & Kane, 2019).
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Immunomodulators

Azathioprine and 6-Mercaptopurine are purine analogues, they are immunosuppressants
and they are used in the same time with biologic therapy or alone. They are usually well
tolerated, but they cause some side effects like fever, rash, nausea, hepatitis and bone
marrow suppression (Friedman & Blumberg, 2018). CSA is another immunomodulator,
which is a peptide that inhibits cellular and humoral immune systems. It works by blocking
the production of IL-2 and it has a more rapid onset of action than azathioprine and 6-MP
(Friedman & Blumberg, 2018). CSA is a very effective medication for remission induction
but it cannot be used for life because of its serious side effects (Peppercorn & Kane, 2019).
CSA is used as an alternative to colectomy. It can cause significant toxicity and kidney
damage, so renal function should be monitored from time to time. Other side effects
include risk of infection, hypertension, tremors, gingival hyperplasia, hypertrichosis,
paresthesias, headache and electrolyte abnormalities. But if creatinine is found to elevate,
dose reduction may be introduced or even the drug may be discontinued (Friedman &
Blumberg, 2018). Tacrolimus also is a macrolide antibiotic with an immunomodulatory
effect similar to that of CSA but 100 times more potent than it. It has shown efficacy in the
treatment of both children and adults who show glucocorticoid dependency or for patients
with refractory UC (Friedman & Blumberg, 2018).

Methotrexate

Methotrexate has anti-inflammatory effect as it inhibits dihydrofolate reductase and
decrease the production of IL-1. Most of the time, it is used with biological therapy to
decrease the formation of antibodies and improve response of disease. It is applied either
by intramuscular or a subcutaneous injection. It is not recommended in maintenance
therapy for UC. Its common side effects are headache, abdominal discomfort, nausea,

vomiting, serum aminotransferase elevations and rash (Motycka & Khoury, 2019).

2.2.4 Ulcerative colitis and the risk of developing colorectal cancer

UC patients have an increased risk of developing colonic epithelial dysplasia and
carcinoma. This risk increases with disease duration and with extent to which the colon
area is involved. During the initial 10 years of disease, the risk of colorectal cancer is
relatively low, but after that it appears to increase by 0.5-1% each year. The development

of colorectal cancer usually occurs due to slow precancerous changes in the colon which
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can be detected with a screening test like colonoscopy. So, colonoscopy with multiple
biopsies is recommended after eight years of the first diagnosis of UC, if results appear to
be normal, it is recommended to be repeated every one to three years (Peppercorn & Kane,
2019) (Mayer, 2018).

2.2.5 Indications for colectomy in ulcerative colitis

Surgery (colectomy) is indicated when the UC patient does not respond to medications or
when experiencing unbearable severe side effects from medications, or having a life
threatening disease complications including colonic perforation, acute GIT hemorrhage or
toxic megacolon (Loftus, 2016). Megacolon is a thin-walled, dilated and poorly motile area
of the colon susceptible to rupture (Gelber et al., 2019). Surgery is indicated also in the
case of continuous disease leading to corticosteroid dependency or the inability to taper
steroid medication to low doses or if the disease is thought to cause growth retardation in
pediatrics, as well as in cases of dysplasia occurring with or without colon cancer and
when colon cancer is documented or suspected (Andersson & Soéderholm, 2009, Loftus,
2016). When the colon is surgically removed, this can reduce the risk of colon cancer
significantly and eliminate the target organ for the underlying chronic gastrointestinal disorder
(Mayer, 2018). In a study carried by Gonczi et al., 2019, it is found that 9.3% of the UC
patients had undergone surgery.

2.2.6 Diet and ulcerative colitis

A diverse well-balanced diet has an important role in maintaining health and normal body
weight. It is not proven that any specific type of nutrient or diet can relieve symptoms in
UC patients, but some particular foods are noticed to make UC symptoms worsened, these
foods include milk, yogurt, cheese and others (Peppercorn & Kane, 2019).

2.2.7 Ulcerative colitis burdens

Because UC is a lifelong diseases, it has a significant impact on QoL, it also has personal
economic burden as it causes reduction in work ability, long or short-term work
interruptions, and out-of-pocket expenses (Kawalec, 2016). Patients with active disease
also experience burdens affecting physical, emotional, and social functioning and
wellbeing (Yarlas et al., 2018). UC burdens increases when it is accompanied by other
chronic diseases. Ljungstrom et al. (2019) results revealed that 30% of the participants

have another chronic disease and 70% without concomitant chronic diseases.
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Concerning economic burden of UC, is considered a costy disease, it has direct medical
costs represented mainly by hospitalization expenses and indirect costs which are
considerable but underestimated (Cohen et al., 2010). Indirect costs of UC are expected to
have a significant role in the burden of disease. Indirect costs may be resulted from the lost
productivity and earnings for both, patients and their family members. The main
components of indirect costs are absenteeism, presenteeism and loss of leisure.
Absenteeism which is the absence of the person from the paid work or leaving work earlier
because of the disease as in the case of sick leave, early retirement, reduced employment or
unemployment. Presenteeism indicating the reduced productivity of paid work due to the
disease. Loss of leisure due to reduced opportunities for unpaid activities (Kawalec, 2016).

It was found that work disability occurs within the first 4 weeks of active UC diagnosis, it
was a common serious problem among UC population, as Moon et al. (2019) found that
the prevalence of severe disability occurred in the form of 28.2% absenteeism, 40.6%
presenteeism and 53.5% social activity impairment and they found that patients with
severe disease were more likely to have high levels of work disability. Also, UC health
care expenditures are converted currently from costs related to hospitalization and surgery
to costs driven by medication use and most of the IBD-related therapy costs are shifted
towards anti-TNF therapy in an increasing manner (Van der Valk et al., 2016).

In regard to UC psycho-social burdens, it is found that its effects protrude to have an
impact on interpersonal relationships, social participation and leisure activities of patients
as well as their families (Becker et al., 2015, Argyriou, 2017). Moreover, persons with UC
who have high levels of perceived stress and coping behavior as a reaction to stressors are
found to have poor QoL and poor prognosis (Luo et al., 2018). Patients who undergo
ostomy, seem to be primarily impacted by depression. Amongst the items of depression,
they showed high scores on both changes in appetite and energy loss, these results are
noticed also in the clinical field as UC patients who experience diet problems, nutrition
imbalance, what leads in turn to low body weight, thus fatigue and tiredness what could
enhance depression occurrence (Hwang & Yu, 2019). In Craven et al. study (2019), it is
found that 7% of patients were referred to a psychiatrist, 56% of the participants were
engaged in cognitive-behavioral therapy including mindfulness and stress management,
25% of them had received supportive therapy and less than 5% of the participants were

engaged in psychodynamic, existential/humanistic, biofeedback or hypnotherapy.
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2.2.8 Quality health care

High-quality health services involve the right care at the right time in response to the needs
and preferences of service users, with minimal harm and resource waste. Quality health
care increases the chance of attaining the desired health outcomes and it is consistent with
effectiveness, safety, people centeredness, timeliness, equity, integration of care and
efficiency (WHO,OECD & World Bank, 2018). The same reference indicates that quality
health care improvement is a continuous or dynamic process and different methods are
used to improve quality of health care continuously like clinical governance mechanisms,
peer review, clinical audit, individual feedback, supervision and training and clinical
decision support tools based on guidelines. According to Coenen et al. (2020), entering

remission phase of UC, was identified to be a strong predictor of good quality of care.

2.2.9 Human resources

Adequate numbers of health workers with the needed skills and knowledge should be
considered to ensure suitable service provision as well as the availability of a variety of
skilled health workers including doctors, nurses and other different health care
professionals, added to that, the suitable skills mix and the availability of teamwork spirit
to manage morbidity and mortality and accessibility of patients to meet and speak with
health professionals with the right skills (WHO,OECD & World Bank, 2018). To attain
effective management of the health workforce, it should include planning and regulating
the stock of health workers, their education, recruitment, employment, performance

optimization and retention (Cometto, 2020).

For IBD patients, the needed staff members include service gastroenterologists and
colorectal surgeons, they are perceived as being the most necessary specialists in the care
provision. Radiologists, lab technicians, pathologists, dermatologists, and rheumatologists
are necessary for such workup and care. Nutritionist and psychotherapists also play an
important and critical role (Koltun, 2017). Louis et al. in 2015, concluded that it is needed
to develop a multidisciplinary team (MDT) with specific expertise to provide proper UC
services. In Schoultz et al. study in 2016, participants expressed that there is a need for
more gastroenterologists and IBD nurses and sought better access to them. Patients who
had dealt with IBD nurse reported more satisfaction from care. In New Zealand, GIT
specialists’ ratio was found 1.96 per 100,000 population in 2017 (Stamm et al., 2020),
while in Canada it was found 2.14 per 100,000 population in 2016 (Leddin et al., 2018).
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Concerning pathologists ratios, Canada was found to have 4.81 specialists per 100,000
population and the United States of America was found to have 3.94 specialists per
100,000 population in the year 2017 (Metter et al., 2019).

2.2.10 Health care facilities/physical conditions

The existence of accessible and well equipped health care facilities is essential, also,
hospitals and clinics’ density is an important issue to attain accessible quality of care
(WHO,OECD & World Bank, 2018). In another study, 86% of IBD experts agreed that the
IBD unit should have adequate facilities for IBD patients’ special needs like adequate
number of toilets, washing rooms and preparation rooms as in the case of stoma care
(Louis et al., 2015).

2.2.11 Medications, devices and other technologies

The availability of medicines, devices and technologies, is a basic requirement for the
provision of quality care services (WHO,OECD & World Bank, 2018). Medical devices
have a vital role in health care provision. Without these medical devices, common medical
procedures would be impossible (WHO, 2017c).

Medical equipment requires regular maintenance and user training. When spare parts,
consumables are unavailable or in case of lack in staff training on this equipment, they may
be useless and unsafe (WHO,OECD & World Bank, 2018). Health technology
management is used to make sure of the availability, accessibility, affordability,

appropriateness, and safe use of medical assets (WHO, 2017d).

Regarding the effect of COVID-19 on the provision of lab tests and endoscopy services for
IBD patients, Harris et al. (2020) found that hospital blood tests were cancelled in the case
of 4.4% of the study participants, delayed in the case of 18% of participants, not affected in
52.1% and the question was not applicable in 24.5% of the participants, the mentioned
study found also that general practitioner (GP) blood tests were cancelled due COVID-19
for 3.9% of the participants, 18.3% of them were delayed, 43.7% were not affected and in
34.1% the question was not applicable. In the same study, endoscopy was found to be
cancelled in the case of 5.2% of participants, delayed for 5.2% of participants, not affected
in 22.5% of the participants and it was not applicable in 67% of the study participants.
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2.2.12 Guidelines/standards

Setting standards, assists in the provision of consistent delivery of quality care across
different health systems. Health care standards can be achieved via patient care protocols,
clinical pathways and standards. These tools are used to guide evidence based health care
(WHO,OECD & World Bank, 2018). If evidence based guidelines are not complied, this
indicates either the lack of knowledge of all the staff members or part of them about the
guidelines or lack of knowing about their existence. Poor compliance or lack of
compliance to these guidelines, leads to poor effectiveness of health care services
(WHO,OECD & World Bank, 2018).

In Louis et al. (2015) study, they found that 92% of IBD experts agreed that IBD practice
guidelines should be documented clearly and it should include the standardized referral
data, diagnosis and baseline assessment, therapeutic algorithms, disease activity
monitoring, monitoring for side effects, adherence and care entry points like referral from
primary care, transition from pediatric to adult care, hospitalization criteria and referral to
surgery. In the same study, is found also that 94% of the IBD experts agreed that the
working MDT should receive suitable training on the agreed guidelines of the IBD unit and
96% of the experts agreed that the practice guidelines of the IBD unit should be updated to
incorporate the latest local and regional IBD guidelines and to communicate these updates
in a structured way to the MDT.

2.2.13 Information system

Good information system means improving quality of care. To contribute in the provision
of high quality health care, the information system should have the ability to translate data
into information, not merely data collection. From regular data collection, continuous
research and development can be conducted to improve the validity, utility and
comparability of health care quality indicators (WHO,OECD & World Bank, 2018).

The transformation from paper based records to a unique electronic health record, helps in
monitoring health care services performance information (WHO,OECD & World Bank,
2018). Adoption to electronic medical record (EMR) in different levels contributes in
boosting the quality of the provided healthcare. To ensure efficiency of the EMR, it is
needed to introduce proper training to physicians and nurses during EMR implementation
process (Lin et al., 2020).
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According to Hamade et al. (2019), there is a need to direct more attention for performing
interventions aiming to improve the use of EMRs in PHC and to introduce a generalized
method for the evaluation of its use, there is a need also to introduce guidelines for
implementing interventions aiming to improve the use of these EMR. It is beneficial to
implement other interventions like organizational, professional and financial interventions
as investing in add-ons of EMR feature, educational materials and financial incentives to

improve EMR use.

2.2.14 Waiting and contact time

Ramos et al. (2018), focused on the effect of waiting time, it was clear that patients’
preferences are directed towards shorter waiting time clinics. In a study carried by Silver et
al. in 2020, it was found that many factors contributed to increase waiting time, these
factors include scheduling too many patients at the first hours of the clinic work within
intervals of short time and exceeding the capacity of physician for seeing patients per hour.
After applying quality improvement principles including identifying best practices and
benchmarking, load-leveling and clinic scheduling standardization, waiting times were
reduced to large extent and they conclude that it is better to add the overbooking or (add-
ons) at the end of the day, to use realistic times for visits and to add a buffer of 30 — 60
minutes at the middle of working hours without appointments when it is possible. In
another study, researchers introduced a series of interventions trying to reduce waiting time
in outpatient clinics including procedure changes, supply side changes and demand side
changes; as a result, the monthly average waiting time was decreased by 3.49 minutes for
consultations after a month of introducing these changes (Sun et al., 2017).

In one study, waiting time was utilized for health education of patients to improve their
experience regarding their disease and their health in general, enhance the appointment
experience for patients and clinicians and gaining other positive effects on motivation of
patients. Health education was carried through a group of educational videos displayed via
a tablet (Mcintyre et al., 2020). In another study, waiting time from referral to appointment
was found to have an influence in predicting attendance of patients in the outpatient GIT
clinic as longer waiting time from referral to scheduled appointment was associated

significantly with missed appointments (Shrestha et al., 2017). In Soares et al. study in
2015, they found that 36.4% of the IBD patients were waiting from 0-30 minutes, 45.1% of
them were waiting from 31-60 minutes and 18.5% were waiting for more than 60 minutes
and they found that the average waiting time in the IBD outpatient clinic had a significant
association with overall satisfaction, as the overall satisfaction was lower in patients who
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had a high average waiting time, they conclude that it is important to pay more focus on
reducing waiting time to improve IBD patients’ satisfaction with outpatient care. It was
stated by the United Kingdom Government -within the standards’ series- that waiting time
in outpatient clinics should not exceed 30 minutes (Stocking, 1991).

In the PHC setting, it was found by Anan (2011) that the average waiting time for the
physician in PHC centers is 31.7 minutes with 24.4 SD. The same study indicates that
44.9% of participants were found to wait less than 30 minutes for physician’s consultation,
half of participants were found to wait from 30 to 60 minutes and 5.1% were found to wait
more than 60 minutes to see the physician.

In Alarcon-Ruiz et al study (2019), consultation time was directly associated with patient
satisfaction. In Molander & Ylanne study (2019), they found that 63.5% of the UC patients
wished to have more time with the physician and 44.3% of them felt that their physician
most of the time had no time to address all their concerns and question. Elmore et al.
(2016) found that the mean length of consultation time in primary care 10 minutes and 22
seconds with SD of 4 minutes and 45 seconds. In another study, it was found that 70.9% of
participants agreed that they spent enough time with the health care provider in PHC
centers, 23.4% answered that the spent time is enough to some extent, while 5.3% of
participants answered that it is not enough (Anan, 2011).

2.2.15 Accessibility

The WHO stated that “all people have equal access to quality health services that are co-
produced in a way that meets their life-course needs and respects their preferences” (WHO,
2016b). Policy makers are targeted to seek for achieving the goal of universal health
coverage by ensuring all people to have the access to high-quality, people-centered health
services. A comprehensive health care system allows the access of people to a continuum
of care across their life course including health promotion, disease prevention, right
diagnosis, suitable treatment, management of disease, rehabilitation, psychological support
as well as the provision of palliative care (WHO,OECD & World Bank, 2018). In Seghieri
et al. study (2018), they focused on the effects of travel time on patients’ preferences for
choosing clinics. Their results revealed that patients prefer nearer clinics and they found
that differences in choices of patients depend on socioeconomic conditions and age and
they conclude that to support equity in access to health care for elderly patients and those
with the lowest economic conditions, improvement in patients’ transport can be provided

like improving public transportation or the provision of subsidized transport as well as
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good planning and improving organizational capacity in service points. Benchimol et al.
(2018) found that improving access to health care for IBD patients could reduce their
hospitalizations, emergency department visits, and they recommend the introduction of
innovative delivery of GIT care to IBD patients in rural areas including telehealth, and
remote clinics. In Schoultz et al. study in 2016, participants mentioned that there they have
no clear pathway for their health care regarding IBD and expressed that need more explicit
and consistent pathways to be able to navigate easily when seeking health care. Lonnfors et
al. (2014) found that 88% of the participants had access to a GIT specialist at the clinic
where they were treated. Nearly two thirds of them experienced that this access was
adequate, while the remaining third felt that their access was inadequate.

2.2.16 Follow-up

Molander & Yléanne found in 2019 that 54.5% of UC patients were currently seeing a GIT
specialist to manage their disease, 41.7% were seeing an internist with gastroenterology
focus, while 15.9% were seeing a PHC physician or a GP. In Harris et al. study (2020),
they found that COVID-19 affected follow-up visits as 18.7% of IBD patients answered
that their follow-up appointments in hospitals were cancelled, 15.8% patients’
appointments was delayed, 41.6% answered that their appointments in outpatient clinics
were not affected and the question was not applicable for 25.4% of the participants. They
found also that COVID-19 affected also GPs’ follow-up visits, as 6.7% of the participants’
appointments with GP were cancelled, 10.2% were delayed, 39.9% were not affected and

in 43.1% of participants, the question was not applicable.

2.2.17 User-provider interaction

Shared decision making between health care providers and patients is a useful approach to
tailor care for the patient according to his/her own needs and preferences to achieve better
health outcomes. Providing patients with information, advice and support helps them to
manage their health outcomes and assists in development of treatment and health plans
collaboratively (WHO,OECD & World Bank, 2018). Biroulet et al. (2016) found that UC
patients were happy to discuss treatment options with their physician, while actually, most
of their treatment decisions are made by physicians. It is thought to be beneficial to extend
the inclusion of patients in treatment decisions, as patients always are afraid of long term
risks of medications and they prefer effective, safe treatments over easier to be

administered or cheaper ones.
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In Sanford et al. (2020) study, specific qualitative physician-patient factors in outpatient
clinic visit were associated with high satisfaction. These factors include paying attention,
interest, communication and eye contact and they have more weight in the final assessment
with the patients’ perspectives than quantitative factors like waiting and contact times with
the physician in the outpatient clinic, so, physicians’ interpersonal skills plays an important
role in countering negative effects associated with other factors like long waiting times or
delayed care. In china, a study was carried by recruiting 210 surgical residents for
participation in a training program on communication skills. By assessing the effect of this
training program, it is found that the doctor-patient communication (DPC) competency of
surgical residents was improved and satisfaction level was increased for both patients and
surgical residents (Bai et al., 2019). In Lonnfors et al. study (2014), 64% of respondents
felt that the GIT specialist did not ask them more probing questions about their disease as

their expectations.

Molander & Ylanne (2019) found that 79.6%o0f UC patients were satisfied with the
available communication between them and their health care providers and 74.2%of them
felt that raising concerns and fears with their health care providers was comfortable, they
found also that 59.6% of participants were wishing their physician to spoke with them
more about their UC management goals and 53.3% of them wished that their physician had

discussed the available treatment options earlier to had better ideas about their choices.

2.2.18 Health education and nutritional counseling

In Louis et al. study (2015), 87% of the participated IBD experts agreed that the IBD unit
should include a structured program for patient support that includes educational materials
for patients, patient education delivery and patients’ interaction with a MDT to enhance
this delivery as well as patient—patient interaction opportunities like patient forums or
patient ‘open days’. In Tormey et al. study in 2019, there was a significant association
between health illiteracy and subjective health status, depression and HRQoL, as IBD
patients who had limited health literacy had significantly worse scores in overall health
status, had more symptoms of depression and lower HRQoL scores than those who had
adequate health literacy. Becker et al. findings in 2015, showed that 69% of the UC
participants replied that they get information about their disease from the
gastroenterologist, 54% are used to obtain their information from Crohn’s and Colitis

Canada website (CCC) alone, while 55% of the study participants rely on other online
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sources, 34% of their respondents obtain information from other UC patients, 28% of
participants rely on information from the family doctor, 10% from events sponsored by

CCC and 12% from other health care professionals.

2.2.19 Documentation

The medical record which is kept for each patient by health care practitioners is the most
frequently used source of information about the process of care and about the outcomes
during and after care provision. To ensure the provision of good care and credible
assessments of care quality, good records are critical (Bashshur, 2003). It is important to
develop processes that aid in facilitating communication between team members together
as well as with patients, to provide clear documentation (Louis et al., 2015). Records many
times have deficiencies, incompleteness in information, sometimes may indicate

untruthfulness or difficulties of interpretation (Bashshur, 2003).

In a study that was carried in an obstetrics and gynecology department for reviewing
medical records using a checklist, it was found that a training workshop was effective in
improving the recording status of the general and quantitative data as there were significant
differences in their averages before and after education, while it was ineffective in
improving the qualitative data as no significant differences were observed in the recording
of qualitative status (Sayyah-Melli et al., 2017). In the same study, they found that patient
demography was of standard quantity in 46% of the reviewed records and 45% of them
were of standard quantity of the lab data, 36% was the percent of family’s history
documentation, it was found also that past medical history was documented in 51% of the
reviewed files and that operative procedures was documented in 43% of the files, while
allergies documentation percentage was 46% and the doctor’s full name and the signature

with job category was documented in 56% of the reviewed files.

In Abu Dagga, 2014 study, it was found that the overall documentation average was 81.5%
for discharge sheets. In another study, it was found that 84.1% of participants from the
health care staff perceive that the results of requested diagnostic tests are documented,
75.5% of them perceive that allergies and adverse drug events are clearly documented and
81.9% agreed that the entries are legible and that any provider can understand the record
note (Alkhaldi, 2017).
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2.2.20 Coordination

In Louis et al. study (2015), 80% of IBD experts indicated that the IBD unit should
coordinate health care with primary care practitioners, obstetrics/gynecology specialists,
pediatric transition team where appropriate and immune-mediated inflammatory diseases
specialists like rheumatologists and dermatologists and they indicate that patients should
have the capability to access emergency IBD care when required through the IBD unit or
intensive care facilities. In Schoultz et al. study in 2016, IBD patients mentioned that they
felt gaps in communication between different departments, so the provided care was not
well coordinated which lead to be referred to the wrong place or to wait for months to have
an appointment with the GIT specialist. The same study identified the need for
coordination and working in a holistic manner, what requires all health workers to
communicate regularly and work together to offer integrated health care services for IBD

patients.

2.2.21 Patients’ satisfaction

In a study conducted in 2016 by Biroulet et al., the obtained findings showed that around
half of the patients were dissatisfied with the effectiveness of their treatment and that they
did not have enough knowledge concerning several disease aspects. Patients with
uncontrolled disease, were found to have higher rates of dissatisfaction. From patients'
point of view, the most important advantages of medications were effectiveness, long
lasting and rapid onset of action, safety and tolerability. The disease has a high impact on
the life of patients in terms of fears and stress and most of these patients have little
involvement and relied on their treating physician. Disease severity estimated by
physicians seems to be milder than what reported by patients, physicians also estimated
fewer flare-ups than reported by patients (Biroulet et al., 2016).

Soares et al., 2015, found that there was an improvement in IBD patients’ satisfaction
regarding outpatient care when the average waiting time for their outpatient visit was
reduced and they perceived that the second priorities in IBD services are inpatient care and
facilities, to improve satisfaction with inpatient care and facilities, the provided services
should focus on the privacy protection of patients and the quality of meals, respectively. In
Casanova et al. (2020) study, it is found that IBD patients seem are satisfied from the
provided services regarding their disease as they have the score of 0.16 in the performance
part of the QUOTE-IBD.
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2.2.22 Health-related quality of life

Regarding HRQoL, Patients with remission phase have better HRQoL than those with
active disease, so induction of remission should be put in focus. Remission is attributed
with a greater perception of life, lower emotional and social dysfunction compared to
patients suffering from active disease (Kalafateli et al., 2013). Panes et al., 2017, found that
increased disease activity is associated with worsening HRQoL. The impact was
proportional to disease activity, they found that most problems in HRQoL are present in
the dimensions of pain/discomfort and anxiety/depression, what emphasizes the
importance of expanding the range of the provided care and not merely the achievement of
clinical and endoscopic remission. In a distinct study, it was realized that stress, anxiety
and depressive symptoms are important predictors of HRQoL in all evaluated dimensions,
so, stress is considered as an important risk factor for HRQoL deterioration (lglesias-Rey
et al., 2014). Christiansen et al. (2019) used the SIBDQ to evaluate the HRQoL for UC
patients and they found that their SIBDQ total score is 55.6 (from 70), and its domains
scores is 16.6 (from 21) for bowel domain, 9.8 for bowel domain (from 14), 16.8 (from 21)
for emotional domain and 12.5 (from 14) for social domain.

2.2.23 Patients’ characteristics

The age of UC onset play an important role in the severity of the disease, it is found that
early onset of UC in childhood is associated with more severe and progressive cases (Van
Limbergen et al., 2008). In the same study, it is found that nearly 82% of the children who
have a childhood onset of UC, was accompanied by the involvement of most or all of the
colon ulceration compared to nearly 48% of patients with adult onset of the disease, the
opposite was found, as the rate of the mildest cases with localized ulceration on the rectum
only, was found in 1.4% of the children compared to 17% of the adult patients. In the
childhood onset of UC, also, surgical decisions may be taken in children earlier than cases
with adult onset of the disease (Van Limbergen et al., 2008). Also, determining induction
and maintenance treatments in patients with adult onset UC is carried out according to
disease severity and extent, while in children, disease activity is a priority over treatment
strategies as disease extent is not very useful in managing UC in children, because it is less

common to find limited disease among them (Ruemmele & Turner, 2014).

The metabolism of drugs in pediatrics is different, so different dosing and interval

schedules are needed when dealing with them. In general, children with IBD suffer from
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growth impairment and delay of puberty, this problem does not exist in the case of adults.
Added to that, some UC medications are associated with a failure of returning patients to
their normal patterns of growth. Due to the early onset of UC in children and young adults,
they are exposed to medications for long time. As a result, issues like cumulative dosing,
monitoring, long term risks and cost are considered of high concern in these cases (Carroll
et al., 2019). Another difference regarding age is that the endoscopic evaluation of UC
requires the use of general anesthesia in pediatrics, this is considered very stressful for the
children and their caregivers and leads to limit the feasibility of repeated tests and increase
relying on clinical assessments more than what happened in the case of adult patients
(Ruemmele & Turner, 2014).

Regarding the influence of gender on UC, it is found that around the puberty period, the
rates of males and females diagnosed with UC are approximately equal. In the case of
younger females, they are found to be diagnosed with UC more slightly than males
(Carroll et al., 2019). Diagnosis of UC in men aged 40 years or older is more often than
that found in women and it was realized that although there was no difference found in the
number of flare-ups between both genders, it was found that EIMs like skin and joint
manifestations are more common in females (Severs et al., 2018). Van der Eijk et al.
(2001), found that males were satisfied more than females from the provided services. In
another study, it was found that there were statistically significant differences between
employment status groups using univariate analysis as unemployed IBD patients showed
higher mean for overall satisfaction than other groups and it was found that employed IBD
patients had the lowest overall satisfaction mean (Soares et al., 2015). Tormey et al.
findings in 2019, demonstrated that higher educational levels is associated with better

outcomes than lower levels of education.

2.2.24 Disease related variables

Coenen et al. (2020) found that being in remission was significantly associated with
improved satisfaction from provided quality of care (P value= 0.001). In Soares et al.
(2015) study, they found that patients who experienced their last flare-up attack within the
last 3 months had lower overall satisfaction than those who had no relapses in the last year.
Also they found that patients who experienced relapses during the last 3 months had lower
overall satisfaction than patients who experienced relapses within the period of 4 to 12
months ago (71.6 and 76.2 respectively).
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Chapter Three
Methodology

3.1 Study design

This study is performed with a triangulated cross-sectional design that includes both
quantitative and qualitative approaches. Cross-sectional study design is a snapshot that
measures both the exposure and outcome for a specific population at the same time, so it is
basically assesses the association between health-related events and other variables or
factors of interest in a defined population at a particular time (Holmes, 2018).

The quantitative part deals with structured data collection methods that fit diverse
experiences into predetermined response categories. The quantitative part is conducted
through a census study. Quantitative data collection methods generate results which are
comparable, generalizable and easy to summarize. From such data, hypotheses testing can
be performed, then findings can be generalized, while the qualitative part deals with
qualitative data collection methods that play an essential role in the evaluation process, it
provides useful information for deeper understanding (Holmes, 2018). Triangulation
combines theories and methods in a research study to help in overcoming fundamental
biases arising from the use of a single method or a single observer, it enables the validation
of data (Noble & Heale, 2019), also triangulation helps in transcending the limitations of
each method by comparing findings from different perspectives, ensuring a sophisticated
rigor (Williamson, 2005).

3.2 Study population
The study population was grouped into:

1. UC patients who utilize health care services related to UC in the public sector (hospitals
and PHC centers).

2. Kls who were selected purposively from health care providers who are in contact with
UC patients or influence their services provision including health managers, physicians,
nurses, pharmacists.

3. Records pertaining to people with UC that were found in governmental PHC centers.
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3.3 Study setting

Governmental PHC centers and hospitals providing health care services to UC patients in
the GS.

3.4 Study period

The study took about 18 months; it was started in May 2020 and completed by October
2021. The study duration and activities are described in Annex (1)

3.5 Eligibility criteria
3.5.1 Inclusion

Registered UC patients in governmental hospitals or PHC centers in the GS who receive
health care services related to UC from these facilities.

3.5.2 Exclusion

UC patients who do not meet the inclusion criteria.

3.6 Study participants
3.6.1 Quantitative participants

First, all registered UC patients who were found in the governmental hospitals or PHC
centers were asked to contribute in the study through an interviewed questionnaire (Census
study). The number of participants is 157 patients, they were served at 32 PHC centers.
Other governmental PHC centers were found to have no UC cases, closed during data
collection period due to COVID-19 or have non-respondent UC patients. Second, the
researcher looked for the file of each patient to review its completeness. The number of
medical records that was found and reviewed is 145 files, for the rest, no files were found
as some of the PHC centers were found to have no files for UC patients, they said that they
dispense medications for them according to their report that is put in the PHC center’s
pharmacy. Other files were not found because they are paper files and they cannot be
found using the patient’s name, ID number, the insurer name in the case of a family record
or insurance number. The file number was difficult to obtain especially in PHC centers that
have no computers or connection to the unified system of MoH.
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3.6.2 Qualitative sample

A non-probability purposive sample of 10 Kls were selected through a non-probability
sample to be interviewed and asked about the provided services to UC patients from their
point of view as well as a non-probability purposive sample of 10 UC patients or their
family members to conduct in-depth interviews about their perspectives regarding the
provided services, missed services and to know more about their suffering while living
with the disease.

3.7 Study instruments

Different instruments were used within this study. These include a questionnaire for people
with UC regarding their demographics, medical history and the provided services including
input, process and output/outcome domains. Another used instrument is a checklist for
assessing files’ completeness in PHC centers and in-depth interviews for a number of
people with UC and KI. Table 3.1 shows a summary of tools used, participants and the
focus of each of each.

Table (3.1) Study instruments

Tool Number | Focus

Patients

Questionnaire 157 Interviewed questionnaire through mobile calls for all
(Annex 7 and 8 for reached patients utilizing governmental health care services
English and Arabic provided for UC patients. The questionnaire focuses on their
versions socio-demographic, economic variables, medical information,
respectively) items describing access status, user-provider interaction,

appropriateness of service delivery system, clients' views
about the availability of needed services in the public sector,
satisfaction from the provided services using QUOTE-IBD
which consists of 8 domains and measuring HRQoL using
SIBDQ that consists of 4 domains (QUOTE-IBD and HRQoL
are calculated as previously mentioned in operational
definitions). The used questionnaire focuses also on the effect
of COVID-19 on the provided services.

Records checklist 145 Record checklist for assessing patients’ files in PHC centers
(Annex 9) to assess their completeness average.
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Table (3.1a): Continued

Interview 10

(Annex 11)

In-depth interviews with UC patients or their family members
to ask them about the provided services and to know more
about their suffering while living with disease.

Health care providers/Key informants

Kl interview 10

(Annex 10)

In-depth interviews with a KI from the general administration
of Hospitals, a head of an internal medicine department, an

internist, a gastroenterologist, a medical manager of a PHC
center, a nurse in a hospital and another nurse from a PHC
center, a senior pharmacy manager, a regional pharmacy
manager and a pharmacist in a PHC center. They were asked
about HR set-up including numbers, qualifications and
training. They were asked also about guidelines/protocols,
criteria for admission, limitations, planning for the future,
coordination between providers, referral system, reporting/
monitoring and evaluation.

3.8 Ethical considerations

Academic approval from the School of Public Health at Al-Quds University was
taken (Annex 3).

Ethical approval was taken from Helsinki Committee (Annex 4).

Administrative approval from HR department in the MoH as well as hospitals and

PHC centers’ directors was obtained (Annex 5).

Approval for the use of registered tools that was used in the study (approval from the
Netherlands Institute of Health Services Research (NIVEL) for the use of
performance part of the QUOTE-IBD and the approval of McMaster University for
the use of SIBDQ).

To protect participants’ rights and ensure the performance of ethical questionnaires, a
covering letter was added to indicate that participation is voluntary and to confirm

that confidentiality will be ensured.

Permissions were requested from Kls and UC patients for recording their in-depth

interviews with explaining the recording mechanism.
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= The concept of doing no harm was taken in consideration, so interviews were carried
out in a confidential setting by preparing a place supporting confidentiality and doing

no harm.

= Patients, who were requested to be interviewed, were assured that all provided
information as well as their cited comments would not be attributed to their real

names.

3.9 Data collection

3.9.1 Quantitative data

This step took 4 months of time. The questionnaire data were collected from governmental
hospitals and PHC centers disseminated across the GS. The questionnaire was filled with
157 patients via phone calls; participants were obtained from 32 PHC centers. Other PHC
centers have no UC cases, closed during data collection period due to COVID-19 or have
non-respondent UC patients. Every questionnaire took from 40-60 minutes to be
completed with the UC patient. The record checklist data were collected from patients’
files in the PHC centers through Emblem Health (2014) adult medical record review tool
which is designed for primary care files. This tool was used after modification to be
suitable for the study context. Every file that has been found was checked and the checklist
was filled to specify the points that were completed in patients’ files. Every checklist took
10 to 15 minutes to be filled.

3.9.2 Qualitative data

The qualitative data were collected within 2 months of time. In-depth interviews were
carried out with 10 Kls with semi-structured questions that were designed and asked to a
KI from the general administration of Hospitals, a head of an internal medicine
department, an internist, a gastroenterologist, a medical manager of a PHC center, a nurse
in a hospital and another nurse from a PHC center, a senior pharmacy manager, a regional
pharmacy manager and a pharmacist working in a PHC center. Most of the interviews were
recorded concomitantly with note taking. Another 10 in-depth interviews were carried out with
patients and members of their family from different governorates. These patients were
selected from patients who came to the PHC centers to dispense their medications,
admitted UC patients or they were called via phone to participate virtually in interviews

because of COVID-19 pandemic. Each interview was conducted within 25 to 45 minutes.
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3.10 Response rate

From the 201 patients who were found, 44 were non-respondents and 157 UC patient
representing 78.1% agreed to participate through mobile calls and they were included in
the study. From the 201 patients, the files of 145 patients were found and reviewed for
completeness (72.1%).

3.11 Scientific rigor

3.11.1 Quantitative part (questionnaire)

3.11.1.1 Validity

To enhance the validity of the questionnaire, it was evaluated by 10 experts to assess its
relevance, their comments were considered in modifying the questionnaire. In addition, a
pilot study was conducted before collecting the actual data to examine the responses of

clients to the questionnaire and to test its acceptance and clarity for the UC patients.
3.11.1.2 Reliability

To ensure the reliability of the used instruments, first, data entry was performed in the
same day of collection to allow any possible interventions and to check the data quality.
Second, to ensure correct data entry and decrease entry errors. Also, re-entry of 5% of the
data was performed. Then, to ensure that the reliability of the used scales is accepted,
Cronbach's Alpha coefficient is computed for each of them as shown in table 3.2

Table (3.2) Results of Cronbach’s Alpha test for the used scales

Scale Cronbach's Alpha
User-provider interaction 0.871
Patient’s satisfaction using the performance part of 0.854
QUOTE-IBD
Health-related quality of life using SIBDQ 0.872

3.11.2 Qualitative part (in-depth interviews)

To ensure the trustworthiness of the qualitative part of this study, a member check was
performed to ensure the accuracy of transcripts during interviews, the researcher tried to
probe for answers and cover all interview dimensions properly, recording of the interviews
was performed to permit re-checking the transcripts accuracy and all the transcripts and
recordings are kept for tracking information by others at any time (audit trail).
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3.12 Pilot study

To explore the appropriateness of the study instruments, a pilot study was performed with
12 clients, added to that, a pilot interview was performed to allow for further improvement

of both validity and reliability of the study.

3.13 Data entry and analysis

3.13.1 Quantitative part

The researcher continuously reviewed the questionnaires during data collection as well as
before their entry in order to ensure information validity and to allow immediate correction
of them when needed. The Statistical Package of Social Science (SPSS) program was used
for the questionnaire data entry and analysis, questions and variables were coded and
entered with 5% re-entry of data. Then, to check illogical values, data cleaning was
performed. To show sample characteristics and plot differences between various patients’
characteristics variables, frequency tables were created. Descriptive statistics were used to
analyze numerical data, it helps to describe, depict or summarize data in a meaningful
manner and the calculation of mean, median, and standard deviation (SD) was performed.
Cross tabulation for main findings and advanced statistical tests such as Independent
sample T test and One-way ANOVA test were performed to compare means of numeric
variables. The excel program was used for the checklist data entry and analysis and 5% of
data were re-entered to check entered items and values.

3.13.2 Quialitative part

To analyze the transcripts of the in-depth interviews, open coding thematic analysis
method was used. The main findings were obtained from each interview transcript, after
that it was categorized into groups depending on related ideas. A comparison between
guantitative and qualitative findings is carried out to provide rich material for further

analysis and discussion.
3.14 Limitations of the study

e The use of Donabedian's model as a framework for evaluation in this study, despite
its importance, makes it difficult to evaluate some components of the health care
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system as they cannot be included under input, process or output alone such as

governance and financing.

It is difficult to reach all the UC patients due to the lack of good reporting and
documentation, so, only documented cases were included in this study, while there
may be some undocumented cases whom the researcher was not able to reach and

include in the study, so, undiagnosed and non-served ones are not included.

Some UC patients may be not found as some PHC centers were closed due to
COVID-19 pandemic. Although, they tend to receive their services from other PHC
centers, not all of them may be found and the researcher was not able to review their

files.

It was difficult to obtain the severity and extent of UC for the study participants
because these items are not documented in patients’ files and it is not applicable to

perform a colonoscopy for each patient to determine them.

The effect of surgery on other variables is not determined, because 6 patients only

had been undergone colectomy.
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Chapter Four

Results and Discussion

This chapter represents the main findings that were consolidated from participants’
responses and patients’ files. It includes the results of the quantitative and qualitative parts
of the study, beginning with descriptive analysis of the quantitative part summarizing
demographic and medical information of the study participants as well as the distribution
of the study participants according to service provision related variables, services related to
mediations, services related to colonoscopy, services related to lab tests, waiting and
contact time, follow-up, perspectives of participants regarding accessibility, health
education regarding UC, user-provider interaction, restoration of patients’ normal life,
perspectives regarding the existing gaps, participants’ satisfaction, their QoL and their
perspectives about the effect of COVID-19 pandemic on health care services regarding
UC. Record checklist summarization is provided for the reviewed files of UC patients to
assess documentation practices in the PHC centers that provide health care service to these
patients. Main inferential findings were summarized at the end of this chapter.

Main findings of the qualitative part through interviews that was summarized including
Kls interviews to assess their perspectives regarding the provided services as well as
interviews with patients to verify the quantitative results and to illustrate other perspectives
or suffering of these patients.

4.1 Descriptive statistics

4.1.1 Socio-demographic and economic characteristics

The total number of the study participants who completed the questionnaire is 157 with a
response rate of 78.1% (44 UC patients are non-respondents). As table 4.1 shows, the mean
age of participants is 40.9 years with 14.4 SD. Respondents’ age ranges from 16 to77
years. It is consistent with information from references which mention that the incidence
peak of UC arises in the second to fourth decades (Friedman & Blumberg, 2018). It is
found also that only 5 patients are aged less than 20 years of age. The same table
demonstrates that nearly one quarter of the study participants ages (26.8%) are less than 30
years, 24.8% of the participants are aged between 30 and 40 years old, while 20.4% of the
are in the age group between 41 and 50 years and 28% of the study participants ages are

above 50 years.
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Table (4.1) Distribution of the study participants according to their socio-demographic and

socioeconomic characteristics

Items | N %
Age in years
Less than 30 years 42 26.8
30 to 40 years 39 24.8
41 to 50 years 32 20.4
Above 50 years 44 28.0
Total 157 100.0
Mean = 40.9, MD= 40.0, SD= 14.4
Gender
Male 91 58.0
Female 66 42.0
Total 157 100.0
Governorate
North Gaza 23 14.6
Gaza 57 36.3
Middle zone 36 22.9
Khan Yunis 20 12.7
Rafah 21 13.4
Total 157 100.0
Marital status
Married 117 76.0
Unmarried 37 24.0
Total 154 100.0
Years of education
< Secondary 28 18.0
Secondary 48 31.0
Postgraduate 79 51.0
Total 155 100.0

Mean = 12.77, MD= 13.0, SD=4.0

Refugee status

Refugee 91 58.0
Non-refugee 66 42.0
Total 157 100.0
Working status
Working 59 37.6
Not-working 82 52.2
Retired 16 10.2
Total 157 100.0
Work type
Employee 54 72
Technicians/workers 8 10.7
Owns a private business 7 9.3
Taxi driver 6 8.0
Total 75 100.0
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Regarding the gender of the participants, 66 of them are females representing 42% and 91
are males representing 58% of participants. It is consistent with what aforementioned by
Friedman & Blumberg (2018), they indicate that the female-to-male ratio for UC patients
ranges from 0.51 to 1.58. It is also consistent with Abukhedeir study findings in 2020 as he
found that 42.7% of participants were females and 57% were males. Also table 4.1 shows
that 14.6% of participants are residing in North Gaza, 36.3% in Gaza, 22.9% in the Middle

zone, 12.7% in Khan Yunis and 13.4% in Rafah governorate.

Around three quadrants of the study participants are married (76%), while the last
unmarried quadrant (24%) is composed of those participants who are single, divorced or
widowed. Regarding years of schooling for the study participants, the mean is found 12.77
years with SD of 4. A round half of the participants (51%) have studied for more than 12
years (postgraduates), followed by participants who reached secondary schooling (10-12
years) with the percent of 31%, while the rest (18%) of participants have studied for less
than secondary schooling (9 years or less). These results are consistent with Abukhedeir in
2020 that found 20.7% of the study participants have an educational level of less than

secondary school and 79.3% of the study participants have secondary school level or more

It is found that 58% of the study participants are refugees and 42% are non-refugees. These
results are near to what found by Abukhedeir (2020), as he found that 64% of UC cases are

refugees and 36% are non-refugees.

More than half of the study participants (52.2%) are found to be not-working, 37.6% are
working, while the remaining 10.2% are retired. This unemployment percent is nearly
identical to that found by the PCBS, as it was found 52% in the GS (PCBS, 2019b). This is
also consistent with the results of Abukhedeir (2020), who found that 48% of the study
participants were not working, 20% were unemployed, 28% for homemakers, 38.7% were
employed and 9.3% were retired. It is worth to say that this high percent of unemployment
among participants represents their bad economic status that is accompanied by their
chronic complex disease, what may add an additional economic burden on them as they
need expensive medications and special diets, this alerts to the importance of providing
affordable health care services for them like lab tests, medications and colonoscopy and to
work for their protection by facilitating their work in suitable places or providing financial

support for those with severe cases who are unable to work.
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Regarding the type of work, the majority of the working/retired study participants are
employees representing 72% of the study participants, where 10.7% are technicians and

workers, 9.3% owns their private business and 8% are taxi drivers.

4.1.2 Medical history

As shown in table 4.2, the mean of disease years from diagnosis for the study participants
is found 8.54 years with a median of 6 years and 8 SD, their range is from 0 to 40 years. It
is lower than the disease duration mean that was found by Ljungstrém et al. (2019), as they
found it 12.6 years with 12.9 SD and lower than the median duration of UC diseased
participants in Vasudevan et al. (2013) study, which was found 7 years with duration range
from 0 to 57 years. The highest percent was 28% for those who were diagnosed for more
than ten years, followed by the group of participants who were diagnosed 6 to 10 years ago
with a percent of 26.1%, while 25.5% of the study participants were diagnosed with UC

from three years or less and 20.4% were diagnosed from 4 to 5 years.

Regarding the frequency of experiencing flare-up attacks, 35% of study participants
experience attacks every 1 to 11 months, while 26.1% experience these flare-ups every 12
months or more. It is found also that 19.1% of participants suffer from recurrent flare-ups
during a period of less than a month, while 11.5% of them answered that they experience
flare-ups irregularly and only 8.3% of the study participants have not experience any flare-
up since starting to take their medications. Comparing these results with Ljungstrom et al.
(2019) findings, they found that 23.3% of the participants experienced relapse in the last 6
months, 34.2% had a relapse in the last 6 to 12 months and 42.5% of them experienced no

relapses in the last 12 months.

Responses of the study participants about the last time to experience flare-ups are
distributed through: 1month or less for 47.1% of them, 30.6% of them experienced their
last flare-up symptoms before 2-10 months and 22.3% of them have experienced it before
more a period of more than 10 months. Comparing with the study findings of Carpio et al.
(2016), they found that 25.8% of their study participants were experiencing a disease,
22.2% experienced their last flare-up or sustained worsening of UC symptoms from less
than 6 months, 13.9% experienced them in the period between 6 to 12 months ago, 34.4%
of their study participants experience these symptoms from more than 12 months and 3.8%
mentioned that they were not sure about the time of their last flare-up symptoms.
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Table (4.2) Distribution of the study participants according to their medical history

Items | N | %
Years since diagnosis with UC
3 Years and less 40 255
From 4 to 5 Years 32 20.4
From 6 to 10 Years 41 26.1
More than 10 Years 44 28.0
Total 157 100.0
Mean = 8.54, MD= 6.00, SD=8.0
Frequency of experiencing flare-ups as reported by clients
Does not occur after starting to take medications 13 8.3
>1 month 30 19.1
1to 11 Months 55 35.0
12 Months and more 41 26.1
Irregularly 18 115
Total 157 100.0
The last time to experience attack symptoms
Up to one month 74 47.1
From 2 to 10 Months 48 30.6
Above 10 Months 35 22.3
Total 157 100.0
Mean = 9.8, MD= 2.0, SD= 20.7
End of the last UC attack symptom
Yes 100 63.7
No 57 36.3
Total 157 100.0
Flare-up symptoms
Diarrhea 135 86.0
Abdominal pain or cramps 129 82.2
Mucous or pus in stool 99 63.1
Blood in stool 96 61.1
Others 53 33.76
Presence of extra-intestinal manifestation
Yes 143 91.1
No 14 8.9
Total 157 100.0
Extra-intestinal manifestations that patients suffer from
Joint manifestations 103 72.0
Hematological effects 56 39.2
Weight loss 52 36.4
Dermatological manifestations 44 30.8
Ocular manifestations 34 23.8
Respiratory manifestations 32 224
Fever 22 154
Headache 9 6.3
Effects on liver 7 4.9
Muscles pain 5 3.5
Others 12 8.4
Suffering from other chronic disease/s
Yes 55 35.0
No 102 65.0
Total 157 100.0
Other existing diseases
High blood pressure 30 54.5
Diabetes mellitus 18 32.7
Heart disease 9 16.4
Kidney disease 4 7.3
Others 25 454

46




When the study participants were asked if their last flare-up was finished, almost two
thirds (63.7%) agreed, while 36.3% of them answered that they were suffering from flare-
up symptoms during the time of the questionnaire filling. These results are consistent with
a previous study in 2019, as Molander & Ylénne found that 78% of the UC patients
considered themselves in remission phase and 22% considered themselves in relapse.

Regarding the experienced flare-up symptoms, 86% of the study participants answered that
they suffer from diarrhea during flare-ups, 82.2% of the participants experience abdominal
pain or cramps, 63.1% of them have mucous or pus in stool and 61.1% of them have blood
in stool during flare-ups. Some of the study participants experience other symptoms like
flatulence, constipation, vomiting, tiredness, stress, headache, stomachache and shortness
of breath. Carpio et al. (2016) found that 60.2% of their study participants, suffer from
diarrhea during flare-ups, 57.1% experience rectal bleeding, 54.5% suffer from flatulence,
52.5% from fatigue and tiredness, 47.5% suffers from abdominal pain and/or stinging and
38.8% have joint pain. These findings indicate the importance of providing immediate
health care services for UC during flare-ups to improve their health status, prevent

complications and to improve their QoL.

The vast majority of the study participants (91.1%) suffer from EIMs, while only 8.9% of
the participants have no EIMs. These results seems different from the results of Panés et al.
(2017), as they found that 22.6% of UC patients only had a history of EIMs. Concerning
EIMs, joint manifestations are found the most predominant with 72%, followed by
hematological effects with 39.2%, then weight loss with 36.4%, after that dermatological
manifestations, as 30.8% of the study participants suffer from, followed by 23.8% of
participants who suffer from ocular manifestations, 22.4% suffer from respiratory
manifestations, 15.4% experience fever, 6.3% have headache, 4.9% have effects on liver
and 3.5% have muscle pain. Other manifestations that are mentioned by 8.4% participants
include nerves manifestations, dizziness, nervousness, loss of appetite, swelling, weight
gain and tendonitis. These findings imply the importance of providing comprehensive

health care services as providing a MDT that can deal with the disease and its EIMs.

In regard to suffering from other chronic disease/s, 35% of study participants answered
with yes, while 65% of them answered with no. This is consistent with the results of
Ljungstrom et al. in 2019 as they found that 30% of the UC study participants were with

other chronic disease and 70% were without concomitant chronic diseases. Table 4.2
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shows that responses of participants about their other existing chronic disease/s are
distributed as follows: 54.5% have high blood pressure, 32.7% have diabetes mellitus,
16.4% have a heart disease, 7.3% of them have a kidney disease and other patients suffer
from other chronic diseases/conditions with lesser frequencies like disability, rheumatoid
arthritis, spinal disc herniation, respiratory disease, thyroid disease, syndromes, liver
diseases, varicose veins, brain disease, ankylosing spondylitis, breast cancer, celiac

disease, hernia in the diaphragm, retinal detachment, benign prostate hypertrophy.

Figure (4.1) indicates that 6 participants representing 3.8% have undergone a surgery in
colon due to UC, while the rest (96.2%) have no colon surgeries due to UC before. This
result is consistent with a previous study which found that 9.3% of the UC patients had
undergone a previous surgery/colectomy (Gonczi et al., 2019). Figure (4.2) shows that
from those participants who have undergone surgery, 5 participants have undergone

surgery for once and 1 participant have undergone surgery twice.

Figure (4.1) Undergoing surgery

90
80 —

70— 833%
60 ——

50 —
40 —
30 —
20 —

10— 16.7%

Once Twice

Figure (4.2) Number of colon surgeries
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4.1.3 Received services

As indicated in table 4.3, most of the study participants (99.4%) get health care services
pertaining to UC from governmental PHC centers, followed by beneficiaries from UC
related services provided by governmental hospital (82.2%), after that, 72% for study
participants getting UC related health care services from NGOs facilities, while 67.5% of
respondents get services from private labs, 52.2% of them get services from a private clinic
and 36.9% of the participants tend to get health care services from a community pharmacy.
Only 13.4% of the participants get health care services related to UC from an UNRWA
clinics and 4.5% get health care services from other places outside the GS. These results
indicate the extent to which governmental health care services are important and vital for

UC patients, as most of the study participants rely on it.

Regarding the provided health care services related to UC, results indicate that 64.3% of
respondents receive follow-up from the GIT outpatient clinic of governmental hospitals,
52.9% of the study participants had performed colonoscopy in governmental hospitals,
while 51% of the study participants had performed lab tests, 39.5% of them get health
education and 26.8% get nutritional counseling about UC in governmental hospitals. It is
found that 14% of the study participants get services from emergency departments related
to their disease and 10.8% dispensed medications related to UC from governmental
hospitals, 7% of them get inpatient care services and 5.1% get other services from
governmental hospitals like surgery or referrals. Concerning qualitative results, a head of a
governmental internal medicine department said when interviewed “UC patients receive
services from hospital through two main gates; the first is the outpatient clinic to perform
regular follow-ups, where investigation tests are indicated and follow-up of signs is
performed. The second gate is for acute or severe cases when they are admitted in the
internal medicine department to get their treatment”. A head nurse in a governmental
hospital mentioned that she supervises younger nurses and monitors administrative issues
in the internal medicine department. She added that they perform any needed service
indicated by doctors for admitted UC patients as monitoring every admitted UC patient in
the internal medicine department, giving them intravenous fluids or prescribed medications
and said “Medications are given to patients in time as indicated, we bring these
medications from the internal medicine department pharmacy or from the central
pharmacy, we also measure patients’ vital signs like body temperature, blood pressure,

blood glucose levels, identify the number of diarrheas per day, explore if the extent of
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diarrhea is decreased, monitor the compensation of lost fluids during diarrhea, giving
blood units or administering sedation in the case of severe abdominal pain. Meals are

provided also for admitted UC patients and colonoscopy is performed when needed”.

Table (4.3) Distribution of the study participants according services received

Items | N | %
Place of getting health care services regarding UC
Governmental PHC center 156 99.4
Governmental hospital 129 82.2
NGO facility 113 72.0
Private lab 106 67.5
Private clinic 82 52.2
Community pharmacy 58 36.9
UNRWA clinic 21 13.4
Others (outside the GS) 7 4.5
Receiving health care services regarding UC from a governmental hospital
Follow-up 101 64.3
Colonoscopy 83 52.9
Lab tests 80 51.0
Health education about UC 62 39.5
Nutritional counseling 42 26.8
Emergency department 22 14.0
Medication dispensing 17 10.8
Inpatient care 11 7.0
Others (surgery, referral) 8 5.1
Receiving health care services regarding UC from a governmental PHC center
Follow-up 154 98.1
Medication dispensing 152 96.8
Lab tests 32 20.4
Health education about UC 11 7.0
Nutritional counseling 8 5.1
Others 2 13
The last time to receive health care services from governmental facilities
Less than 15 days 47 29.9
From 15 days to one month 73 46.5
More than one month 37 23.6
Total 157 100.0
Mean =1.77, MD = 0.500, SD = 4.78
Existence of a psychosocial specialist in the governmental health facility where they get their
health care services
Yes 4 2.5
No 31 19.7
I don’t know 122 77.7
Total 157 100.0
Adjustment of UC management plan when participants’ case is worsened or passed through
complications
Yes, all the time 108 715
Sometimes 13 8.6
No 22 14.6
| don't know 8 5.3
Total 151 100.0
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On the other hand, the study participants’ answers about services they get from
governmental PHC centers are distributed as follows: The vast majority of study
participants (98.1%) have follow-up visits to renew their medications from PHC centers,
96.8% of them dispense their UC medications from these governmental PHC centers,
20.4% perform lab tests in it, while 7% only get health education, 5.1% get nutritional
counseling from PHC centers and 1.3% get other services including psychological support

and referral to hospital.

According to the General Administration of pharmacy, the monthly average of dispensing
Pentasa in PHC centers is 50 0000 tablets, it is dispensed for both UC and crohn’s disease

patients, so the number of beneficiaries from this service is 280-555 IBD patients monthly.

Through KI interviews, a PHC center’s medical manager said “We work in a fourth level
PHC center which provides a variety of health care services. Concerning UC patients, our
role in the center is mainly to provide medications like Pentasa and Imuran. PHC centers
are also considered as a link between UC patients and governmental hospitals as any
suspected UC patient is referred to hospital to be diagnosed, known UC cases also can be
referred when needed to the GIT outpatient clinic to perform diagnostics or follow-ups.
The PHC center is considered the first option for patients’ visits, so we deal with the
immediate problem of the patient. Also, if the UC patient needs lab tests like CBC, ESR, we
indicate them for him/her. Sometimes, UC patients come after the outpatient visit to ask us
about their case or to illustrate their lab test results as we have good relations and trust

with our patients”.

An interviewed nurse working in a PHC center illustrated that by working in the chronic
diseases department in the PHC center and according to the available patient flow, he deals
with chronic disease patients including people with UC. He added that these patients
dispense their medications according to special files like UC, crohn’s disease and thyroid
gland diseases. He said “The patient first pays for the stamp from the clerk, then comes to
the chronic diseases department to deal with nurses as they measure his/her vital signs and
take history, then the patient go to the physician and then to the PHC’s pharmacy for
dispensing medications. The most important service provided in the PHC centers
regarding UC is medications dispensing as diagnosis does not occur in PHC centers. The
UC patient always comes to the PHC center with his/her diagnosis written on the report
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which is confirmed by the GIT specialist after undergoing colonoscopy and biopsy. In this

report, the needed medications are specified”.

Regarding the last time to receive health care services from governmental facilities, 29.9%
of the study participants answered that they got such services from less than 15 days, while
nearly half of them (46.5%) got their last health care services in the period between 15
days to one month ago. The rest of participants (23.6%) got services from governmental

health care facilities from more than one month.

The study participants’ responses about the existence of a psychological specialist in
governmental facilities revealed that most of them (77.7%) did not know if a psychological
specialist exists, while 19.7% answered that there is no psychological specialist and only
2.5% of participants agreed that there is a psychological specialist. In other studies like
Craven et al. study in 2019, it was found that many patients were benefitted from
psychological related services, as they found that 7% of IBD patients were referred to a
psychiatrist, more than half of the participants (56%) were engaged in cognitive-behavioral
therapy including mindfulness and stress management, 25% of the participants received
supportive therapy and less than 5% of the participants for each of psychodynamic,

existential/humanistic, biofeedback, and hypnotherapy services.

When interviewed, most of UC patients mentioned that no psychological support is
provided for them, a patient’s mother said that she hopes that her daughter gets
psychological support, and said that this service is missed especially that her daughter has
hair loss sometimes due to the use of CSA and because her daughter got depressed due to
her recurrent absenteeism from school. Another patient said that psychological support is
disappeared completely from specialized persons, but sometimes he mentioned that the
doctor supports him and he suggested directing more care regarding psychological support
for UC patients as tension and bad psychological conditions have negative effects on UC.
From the perspectives of health care working staff, most of interviewed Kils in hospitals
said that there are no such specialists. An interviewed KI from the General Administration
of Hospitals confirmed that there are no psychological specialists employed in hospitals,
but sometimes, they are present in a small scale when there are programs supported from
some NGO’s and said “Before a period, a program was implemented for the integration of
psychological health inside hospitals, awareness sessions were carried out about how to
deal with cases in need to psychological support and small units (one room) was opened in
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some departments like emergency department to be available there once weekly, but this
presence was incomplete and was not systematic”.

For PHC centers, a medical manager of a PHC center said that they have a psychological
support team who performs psychological support for patients. Concerning mental health,
the medical manager mentioned that they use the short form general health questionnaire
(GHQ-12), which is used for chronically ill patients, they ask the UC patients these 12
questions or patients fill it themselves and using the obtained results, they can diagnose if
the patient has any psychological problems and added, “If the patient seems to have any
psychological problems, we have a nurse who performs psychosocial sessions, she
performs one session or more for the patient according to his/her case. If the patient is
found to be in need to a psychological medication, we prescribe it, especially that UC
patients are at high risk of passing through anxiety or depression because of their
medications and because of their disease nature especially during relapse periods .

Regarding the adjustment of UC patients’ management plan when their case is worsened or
passed through complications, 71.5% answered with “Yes, all the time”, 8.6% answered
“sometimes”, 14.6% for those participants who answered with “No”, and the rest (5.3%)

answered with “I don’t know”’.
4.1.3.1 Services related to mediations

As table 4.4 shows, the vast majority of the study participant (98.1%) were taking oral 5-
ASA (mostly Pentasa or its substitute Rafassal), 45.9% were taking an immunosuppressor
like Imuran (azathioprine) or CSA, while 10.2% of them were taking proton pump
inhibitors like omeprazole, esomeprazole and pantoprazole, 9.6% of the study participants
were taking systemic corticosteroids especially prednisolone tablets and to a lesser extent
budesonide tablets or capsules, 6.4% were taking vitamins and minerals like zinc, calcium,
vitamin D, vitamin C, vitamin E, vitamin B complex, folic acid and omega 3. It is found
also that 5.1% were taking biological agents like Humira (adalimumab) or Infliximab,
while 3.2% were taking topical 5-ASA medications like Pentasa suppositories or enemas
and 8.9% use other medications like topical corticosteroids (enemas), Flagyl
(metronidazole), H1 blockers like ranitidine and famotidine, antiflatulents, ciprofloxacin,
Loperamide or herbs. These results are higher than of Panées et al. (2017) findings in
participants who were taking aminosalicylates representing 82.4% and those who were on

thiopurines (immunosupressors) representing 36.7%, where the study results show lower
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values compared to the previously mentioned study concerning the percent of patients
taking corticosteroids (6.5%) as well as patients’ percent who were taking anti-TNFa drugs
(biological medications) representing 23.6%. This is may be because biological agents are

not always available in the GS as mentioned by a number of Kis.

According to the same table, 72.6% of the study participants agreed that they are adherent
to their prescribed medications all the times, 19.1% answered with sometimes and 8.3%
answered that they do not take their medication. The percent of adherent participants to
their medications seems to be lower than that found by Min Ho et al. in 2019, as they
found that the adherents’ percent was 88.3% (using MARS) and the rest of UC patients

were non-adherents (11.7%).

Table (4.4) Distribution of the study participants according to services related to mediations

Items | N | %
Medications taken by the participants
Oral 5-ASA 154 98.1
Immunosuppressor 72 45.9
Proton pump inhibitors 16 10.2
Systemic corticosteroid 15 9.6
Vitamins and minerals 10 6.4
Biological agents 8 5.1
Topical 5-ASA 5 3.2
Others 14 8.9
Participants adherence to the prescribed medication/s
Yes, all the time 114 72.6
Sometimes 30 19.1
No 13 8.3
Total 157 100.0
The person who had prescribed medication/s for the participants for the first time
A physician in MOH 74 47.1
A physician in a private clinic 48 30.6
A physician in an NGO 22 14.0
A physician outside Palestine 9 5.7
Others 4 2.5
Total 157 100.0
Place of dispensing medications
Governmental PHC center 155 98.7
Community pharmacy 57 36.3
Governmental hospital 17 10.8
Others (UNRWA clinic, NGO facility) 2 13
Availability of their medications in governmental facilities
Yes, all the time 65 41.4
Sometimes 60 38.2
Some of them are available where others are not 31 19.7
No 1 0.6
Total 157 100.0
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Concerning the person who had prescribed medications for the study participants for the
first time, nearly half of the study participants (47.1%) answered that a physician in the
MoH had prescribed their medications, while 30.6% of the participants’ medications were
prescribed by a physician in a private clinic and 14% of the participants’ medications were
prescribed by an NGO physician. A small portion of participants have their own
medication prescription from a physician outside Palestine (5.7%) and 2.5% of the
participants have their prescriptions from a physician in Jerusalem, the Jordanian Field
Hospital or in UNRWA.

In regard to place of dispensing medications, 98.7% are found to dispense their UC
medication/s from governmental PHC centers, while 36.3% of the study participants find
themselves have to buy all or some of their medications from community pharmacies,
10.8% of them dispense their UC medications from governmental hospitals and 1.3%

dispense medications from UNRWA or from an NGO facility.

When the study participants were asked if they find their medications in governmental
facilities all the time, 41.4% answered with yes, 38.2% answered with sometimes, 19.7%
answered that some types of their medications are available and others are not and only

0.6% answered that medications are not available at all.

Many of the interviewed patients agreed that they find Pentasa most of the time, a patient’s
mother said that some medications like Pentasa are always available in the PHC center as
well as CSA from hospital, but she added that prednisolone is not always available or it is
available sometimes with insufficient amounts and she mentioned that the same thing
occurs with Imuran when it is prescribed for her daughter, so they usually tend to buy them
from a community pharmacy. Another patient said the contrast about Pentasa as he said “7
have problems in dispensing Pentasa; every month, only half or third of the needed
quantity is dispensed for me and if | take my medications as indicated, the dispensed
quantities will be adequate only for 10 or 15 days, | cannot buy the remaining quantity
from the community pharmacy because it is very expensive, if | tend to buy it, I will sell my
house for this purpose as I am not working, so | take only half or third of the needed

quantity daily to save the remaining medications’ quantity for the rest of the month”.

Many Kls have the same opinion about medications’ availability as they mentioned that
there are some gaps in medications availability or delay in their arrival especially in the
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case of biological therapy, as it is not always available, it pass through many periods of
cuts in spite of its urgent need for severe cases. A head of an internal medicine department
mentioned when interviewed that there is a gap in the availability of biological medications
as they are very important and they transform the disease direction to large extent and it is
essential to take these medications in the suitable time and dose and added, “Biological
agents always have periods of cuts and if we find one type, another will be missed because
it is not included in the MoH basket, as a result, the patient is obligated to buy it or to have

a special permission from the MoH to provide it for him/her”.

A regional pharmacy manager said “We provide medications with needed types and
quantities for each registered patient based on his/her report that is issued by the MoH, we
send this report to the MoH central stores to provide us with the needed medications. After
receiving the quantity from the MoH drug stores, it is distributed to PHC centers
according to the needed quantity of each PHC center. PHC centers after that have the
responsibility of dispensing these medications to registered UC patients as indicated.
When medications are available in the MoH drug stores, we can provide them easily for
patients with the needed quantities, while sometimes as known in our country, there are
periods of medications' cuts, in this case, we receive limited quantities of medications, here
problems occur, as when | request 200 tablets for example and receive 100 tablet only,
then, I should minimize the distributed quantities for PHC centers in my region, this in turn
is reflected on quantities received by all patients to give a chance for every patient to have
part of his/her medications. PHC pharmacies dispense half or third of the needed quantity
for each patient. Sometimes if pharmacists in the PHC centers do not estimate the situation
well, then first patients will dispense their complete quantities, while other patients will be
not able to dispense any quantity. In this case, pharmacists in PHC centers are responsible
for the equity in medications’ dispensing. The main obstacle for service provisions occurs
only when medications are unavailable in MoH drug stores. Currently there are no
problems as medications distribution and dispensing are regular and the needed quantities
of medications are available. Medications other than Pentasa and Imuran like Pentasa
suppositories or enema are unavailable in the MoH drug stores, so these types cannot be
provided, as we can only provide those types of medications that are available in the MoH
drug stores. So we cannot provide medications unless it is added to the Palestinian
essential drug list (PEDL). In the same time, 50% or more of PEDL s medications are

unavailable, so I think it is hard to add new types of medications to it. But it is worth to say
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that sometimes there are some medications that are received out of the PEDL from
donations. When these types are available (like budesonide 3mg capsules), we distribute

them to the PHC centers to be dispensed to patients, so they are available only few times ”.

An interviewed senior pharmacy manager said about UC medications and their availability
“UC medications are available including 5-ASA, azathioprine and corticosteroids like
prednisolone 5 and 20mg tablets and biological agents. All these medications are included
in the PEDL, so they are available with different dosages, this lets doctors to modify doses
easily and to change medications from one therapeutic line to another or adding
medications according to patient’s case. Pentasa and Imuran are available regularly,
while we have some problems with prednisolone availability. Around 70% of PEDL s
medications are always available. Medications’ quantities are sufficient and available
regularly in PHC centers in the last 2 years. If some PHC centers have deficiency in
Pentasa or Imuran, this occurs because the patient’s reports are not monitored as most of
the UC patients are prescribed for a loading dose of Pentasa of 2X3 daily, stay on it till
their case stabilization. When their flare-up ends, their doctor should reduce their daily
dose to 2X2 for example. Because there is no monitoring for reports, patients dispensing
average remains at the highest doses, so, some patients dispense more than their monthly
need, while others are not able to dispense part or all of their medications. This is because
we cannot provide the highest loading dose for all existing patients at the same time, but
medications are available to an excellent degree and biological medications are now
available in MoH as a donor provided ANERA with financial support to buy Humira for a
long period. Some special medications that are not available in the GS for IBD patients
can be provided by a special permission after the committee approval especially biological
agent and sometimes patients are referred abroad to take their unavailable biological
medications like Infliximab. Now, there is nearly no obstacles for providing medications
except in the case of medicinal deficit when the MoH cannot provide medications from its
sources, then medications quantities will be inadequate ”. The senior pharmacy manager
suggested setting a committee to modify or update therapeutic protocols according to the
international ones, what will lead to modify or change the PEDL also. He added “The
committee is ought to be conducted regularly and produce recommendations like replacing
Pentasa with Arava or replacing Imuran by CSA or to change dispensing quantities like
dispensing 2g of Pentasa instead of 3g daily, and then to monitor the patients’ cases for 1
or 2 months. This means putting complete policies for the follow-up of patients. In my
opinion this will lead to the provision of higher quality health care services. It is important
to establish a committee for monitoring UC management especially that improper
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management leads the patient to biological treatment which is very costy on the MoH
budget, so when UC cases are monitored and managed properly, this will rationalize

resources consumption especially that the number of IBD patients is increasing”.
4.1.3.2 Services related to colonoscopy

Findings in table 4.5 demonstrate that the mean for the number of times that the study
participants had performed colonoscopy is 2.89 times, with 2.67 SD. The same table shows
that 38.2% of the study participants had performed colonoscopy for once only since
diagnosis. This is because some of them were diagnosed lately, others do not prefer to
repeat colonoscopy as it is an annoying process or because they are afraid to enter through
flare-up as a result to it, while others wait to repeat it in governmental hospital when their
doctor indicate it. It is found that 21% of the participants had performed colonoscopy twice
since diagnosis, while 14.6% of them performed it for three times. The rest 26.1%

performed colonoscopy four times or more since diagnosis.

Regarding the place of performing colonoscopy, nearly half of the study participants
(45.2%) had performed it in a private or an NGO facility only, while 26.8% had performed
it in a governmental hospital only. The percent of study participants that had performed
colonoscopy in both governmental and NGO hospitals is found to be 28%. The causes for
performing colonoscopy outside governmental facilities are illustrated in the same table.
The most predominant cause is found long waiting list, as 62.6% of the study participants
responded, followed by the unavailability of it in a governmental hospital/break down at
the time when it was indicated for them, this occurred with 41.7% of the study participants,
while 17.4% of the study participants stated that the cause of performing it outside
governmental hospitals was that the physician referred them to do it there, 11.3% had
performed it outside governmental hospitals because they perceive that results of it are
more accurate than that of the governmental hospital. Another cause for performing
colonoscopy outside governmental hospitals is experiencing better care, cleanliness or
respect outside governmental hospitals, while 3.5% said that the cause is that the general
anesthesia is not given in governmental hospitals during colonoscopy, while 1.7% mention
that this is because the governmental facility lacks confidentiality. Equally, 1.7% of the
study participants mentioned that the cause lies in that they were living abroad, the same
percent (1.7%) had undergone it outside governmental hospitals, because it was indicated
for them during the COVID-19 pandemic.
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Table (4.5) Distribution of the study participants according to services related to colonoscopy

Items | N | %
Number of performed colonoscopies
One 60 38.2
Two 33 21.0
Three 23 14.6
Four and more 41 26.1
Total 157 100.0

Mean = 2.89, MD = 2.00, SD = 2.67

Place of performing colonoscopy

In a private or an NGO hospital 71 45.2
Sometimes in a governmental hospital and 44 28.0
sometimes in a private or an NGO hospital
In a governmental hospital 42 26.8
Total 157 100.0
Causes of performing colonoscopy out of governmental hospitals

Long waiting list 72 62.6
It was not always available 48 41.7
The physician referred me to it 20 174
Results are more accurate 13 11.3
Care/cleanliness/respect are better, than that in

. 6 5.2
the governmental hospital
General anesthesia is not given during 4 35
colonoscopy '
Governmental facilities lack confidentiality 2 1.7
Living abroad 2 1.7
The presence of COVID-19 pandemic 2 1.7
Others 2 1.7

Answers of participants who tried colonoscopy in both governmental and private/ NGO
hospital, about which one is more comfortable

Private/NGO facility 23 52.3
There is no difference 17 38.6
Governmental hospital 4 9.1
Total 44 100.0
Reasons for perceiving the private/NGO hospital colonoscopy more comfortable
The wuse of general anesthesia during 14 60.9
colonoscopy in the private/NGO hospitals '
Caring for patient is better 6 26.1
Perceiving that it is more accurate 3 13
Total 23 100.0
Availability of colonoscopy in the governmental hospital when it is indicated
Yes, all the time 60 44.1
Sometimes 35 25.7
No 41 30.1
Total 136 100.0
Receiving feedback about colonoscopy result when it was performed in a governmental
hospital
Yes, all the time 67 78.8
Sometimes 5 5.9
No 13 15.3
Total 85 100.0
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When the study participants who had performed colonoscopy in both governmental and
private/NGO hospitals were asked about which of them were found to be more
comfortable, 52.3% answered that the private/NGO hospital was more comfortable, 38.6%
of them said that they did not experience any difference, while 9.1% of them said that they
found colonoscopy performance inside governmental hospitals more comfortable. The
reasons for patients perceiving the private/NGO hospital is more comfortable are as
follows: 60.9% of them said that the cause is the use of general anesthesia during
colonoscopy in the private/NGO hospitals, followed by those who said that because caring
for patient is better representing 26.1%, the rest 13% answered that the cause is higher
accuracy of the private/NGO hospital.

Concerning the availability of colonoscopy in governmental hospitals when it is indicated,
44.1% of the study participants answered with yes, 25.7% of the participants answered
with sometimes and 30.1% of them answered with no.

Most of interviewed patients mentioned that, colonoscopy is unavailable in governmental
hospitals most of the time when it is indicated for them, a male patient said when
interviewed that he performs colonoscopy sometimes in the governmental hospital, when it
is not available due to breaking down or when there are long waiting lists which extended
to months, he finds himself obligated to perform it in a private/NGO hospital. He added
that to specify the date of colonoscopy performance in the governmental hospital, he
should first have a follow-up visit, and to have this follow-up visit, he should wait
minimally for two weeks, then after seeing the doctor in the governmental hospital, the
doctor decides the date of colonoscopy. So, when he has complications or a disease attack,
he is unable to wait this long time to have follow-up and colonoscopy, he suggested to
perform scheduling for colonoscopy and to define the date of the following colonoscopy
for each patient and to remember him/her by a call or message with its date and time.
Another patient said “I perform colonoscopy in the governmental hospital, even I wait for
it any period of time, | have no choices except waiting as | cannot perform it outside
governmental hospitals because of my hard economic status ”.

Regarding the available numbers of colonoscopy devices in the GS, a KI from the General
Administration of Hospitals mentioned that the current number of available colonoscopy
devices in governmental hospitals in the GS is 5 colonoscopy units and that the 6™ device
is under preparation in North Gaza governorate, while the existing 5 colonoscopy units are
distributed as follows: 1 for children in Rantissi Hospital, 2 in Al-Shifa Hospital, one of
them is for the internal medicine department and the other is for the surgery department,
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there is also 1 device in Shohadaa Al-Agsa hospital, it was broken down for a year and
currently was returned to work, 1 in Nasser Hospital and 1 in the European Gaza Hospital.
He added that colonoscopy devices in the GS have a problem in their maintenance due to
the scarcity in their spare parts and their susceptibility to recurrent breakdown due to the
high load on it, lack of training or unorganized training on it and lack of washing and
disinfecting materials that is used after every patient.

Regarding the number of performed colonoscopies per year, it was found that 632
colonoscopies were performed in internal medicine departments and 249 colonoscopies in
surgery departments in the MoH hospitals (MoH, 2021b), while in this year from January
to the end of June 2021, 280 colonoscopies were performed in internal medicine
departments and 216 colonoscopies in the surgery departments (MoH, 2021c).

An interviewed head of an internal medicine department said regarding colonoscopy “The
most important gap is the unavailability of sufficient number of colonoscopy devices, some
hospitals have no colonoscopy devices, so patients may be referred to other hospitals or
may sell some of their assets to perform it in a private or an NGO hospital. Because there
is no protocols or guidelines, no trust and no coordination between the different health
care providers, sometimes the patient performs colonoscopy in one facility, then in the
following day he/she repeats it in another facility from another health care provider”. An
internist said that investigation tools (colonoscopy devices) are available, but the available
type is only the basic and added “Advanced international colonoscopy units are missed as
the available colonoscopy type is only the routine rigid one, while in some cases there is a
need to other different colonoscopy devices types like sigmoidoscope, flexible or capsule
colonoscope. These types are needed for cases with severe attack when rigid colonoscope
cannot be used”.

In regard to receiving feedback about colonoscopy result when it was performed in a
governmental hospital, 78.8% of the study participants answered that they have feedback
every time, while 5.9% answered that they receive feedback sometimes and the rest
(15.3%) answered with “No”.

4.1.3.3 Lab services

As shown in table 4.6, most of the study participants (67.5%) had performed lab tests
during the last year, while the rest (32.5%) have not performed any lab test in the previous
year. From those who had performed lab tests in the last year, 28.3% answered that it was

from the last month or less, 38.7% of the participants answered that they have their last lab
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tests from 1.1 to 5 months ago and 33% of them have the last lab tests from more than 5

months. The mean was 1.32 month with SD of 0

Table (4.6) Distribution of the study participants according to services related to lab tests

A7,

Items | N | %
Performing lab tests last year
Yes 106 67.5
No 51 32.5
Total 157 100.0
Period from performing the last lab test/s
One month and less 30 28.3
From 1.1 to 5 Months 41 38.7
More than 5 Months 35 33.0
Total 106 100.0

Mean =1.32, MD =1.00, SD = 0.47

Place of performing lab Tests

Private Lab 113 72.0
Governmental hospital 85 54.1
Governmental PHC center 35 22.3
UNRWA clinic 21 13.4
NGO facility 21 13.4
Availability of lab tests in governmental facilities when they were indicated
Yes, all the time 47 35.3
Sometimes 20 15.0
Some of them are available where others are not 57 42.9
No 9 6.8
Total 133 100.0
Receiving feedback about lab tests results when they were performed in governmental
facilities
Yes, all the time 90 78.9
Sometimes 15 13.2
No 9 7.9
Total 114 100.0

Adjustment of UC management plan if lab test r

esults were higher or lower than normal

Yes, all the time 105 73.9
Sometimes 10 7.0
No 19 13.4
| don't know 8 5.6
Total 142 100.0

It is worth to mention that most of the study participants (72%) perform their needed lab
tests in a private lab and 54.1% of the participants perform them in governmental hospitals
labs, followed by those participants who perform their lab tests in governmental PHC
centers representing 22.3%, while an equal percent is found for those who perform lab tests
in UNRWA clinics labs and NGO’s labs with 13.4% for each.
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Focusing on the availability of lab tests in governmental facilities when they are indicated,
35.3% of respondents answered that they find the needed lab tests all the time, while 15%
of respondents said that they find the lab tests sometimes, 42.9% of respondents answered
that some of the lab tests are available in governmental facilities and 6.8% said that the

needed lab tests are not available in governmental health care facilities.

Three interviewed patients said that they find lab tests available in governmental health
care facilities when they are indicated. One patient said that lab tests are available most of
the time either in the PHC center near her home, or she is referred to the central PHC lab to
perform the unavailable ones. She rarely does not find them available and performs them
in a private lab. Many patients mentioned that they perform lab tests in PHC centers,
governmental hospitals or sometimes in private labs, when the indicated tests are not
available like vitamin D level, CRP, iron level and vitamin B12 level. One patient also said
that lab tests are available except the thalassemia test. A different patient said that he tends
sometimes to perform lab tests in private labs when he needs to perform them rapidly
without having an appointment for follow-up visit and said “I cannot perform them in
hospital as the doctor should indicate them for me in the follow-up visit to be able to
perform them there”. A medical manager of a PHC center said “Lab tests are available
and accessible; lab tests are either present in our PHC center or in the central lab in
Shohadaa Al Remal PHC center where we refer patients to perform the unavailable lab
tests. The existing lab tests are lab investigations or lab interpretations like CBC, ESR and
urinalysis, but if the patient needs advanced tests like colonoscopy, it is not available in
any PHC center, so we refer the patient in this case to the GIT outpatient clinic. Patients
are satisfied regarding the available lab services”. An interviewed gastroenterologist
confirmed that lab tests are available in hospitals also and they can be performed regularly

in hospital according to the appointment system or according to the patient’s case.

For people who had performed lab tests in governmental facilities, 78.9% of them agreed
that they receive feedback about their lab test results all the time, 13.2% of them answered
with sometimes, while 7.9% of them answered that they did not receive any feedback
about their lab test results. Concerning the adjustment of UC management plan when lab
test results are abnormal, 73.9% of the study participants answered with “yes, all the time”,
7% of them answered with “sometimes”, 13.4% answered with “No” and 5.6% answered

with “I don’t know”. The rest 15 participants, always have normal lab test results.
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4.1.4 Status of health care facilities

Regarding the suitability of health care facilities to receive UC patients, an interviewed
internist said that the hospital is prepared to deal with UC inpatients as there are no many
special requirements for them. An interviewed gastroenterologist has the same opinion and
said that this is because the number of UC patients is not too high and they would not need
to be admitted at the same time, so they do not need extra requirements inside the internal
medicine department, while a head nurse in a governmental hospital said that there is no
specialized department for GIT patients to separate them from other patients as UC

patients have weak immune system.

4.1.5 Guidelines

All interviewed Kls, confirmed that there are no written guidelines or standards for dealing
with UC patients. A head of an internal medicine department said “Unfortunately, there
are no written guidelines to be generalized, applied or supervised. Some certified board
doctors can deal with UC cases, while others work according to their experience. Setting
up special IBD units and providing sub-specialties or sub-sub-specialties for colon
diseases, will enhance the setting of special guidelines that doctors can follow. This will
provide better follow-up and patients will have follow-up with any existing doctor as all
doctors follow standardized guidelines. Also, to enhance setting up such guidelines, the
existence of a colligative body or assembly for gastroenterology or specifically an IBD
association can be useful. Putting guidelines is essential to specify work features and
technical issues, however, setting guidelines without the availability of teaching facilities is
useless, so hospitals are ought to be teaching hospitals and an educational system should
be set with clear guidelines and protocols for all diseases especially chronic diseases like
UC. This will organize a big part of work, then we have to apply on-job training, auditing
and follow-up on these guidelines for the work staff who deals with UC patients .

4.1.6 Waiting and contact time

From the study participants who had performed colonoscopy in governmental hospitals,
around half of them (43%) answered that there was a long waiting list before performing
colonoscopy, 26.7% answered with “to some extent”, while 30.2% answered that there was
not a long waiting list before performing colonoscopy. An interviewed internist said in this

regard “Waiting time in the GS is suitable generally compared to that available abroad,
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but the problem lies in people’s mentality as they perceive they should get timely health
care services” and added “Mostly, we give the patient 2 weeks maximally for inpatients to
perform colonoscopy which is good compared to other countries. Moreover, if the patient
case is urgent, colonoscopy is accelerated”. When the internist was told that about half of
the interviewed patients say that they wait long time of nearly two to three months before
performing colonoscopy, the comment was that when the case is mild and not admitted,

colonoscopy may take longer time to be performed.

Study findings demonstrate that 70.3% from the study participants who have follow-up in
governmental hospitals answered that they wait for a long time in the outpatient clinic to
see the doctor in the outpatient clinic, 15.8% said that waiting time is long to some extent,
while 13.9% said that it is not long.

The average waiting time in outpatient clinics is found 102.8 minutes as 19.8% of
participants said that they wait 30 minutes or less, 17.8% said that they wait from 31 to 60
minutes, 12.9% said that they wait from 61 to less than 120 minutes and nearly the half
(49.5%) said that they wait for 120 minutes or more. Comparing these results with Soares
et al. findings (2015), they found that higher percent of IBD patients (36.4%) were waiting
from 0 to 30 minutes, 45.1% were waiting from 31 to 60 minutes and 18.5% were waiting
for more than 60 minutes. According to United Kingdom’s Governmental standards,
waiting time in outpatient clinics should not exceed 30 minutes (Stocking, 1991).

All interviewed patients said that waiting time for follow-up in hospital is too long except
one patient who said that it is suitable. One patient said “Most of the time, I wait for four
hours in the outpatient clinic to have a follow-up and when my turn comes, | see the doctor
only for few minutes, he looks at lab tests results quickly and does not talk a lot with me or
ask about my case or tell me how to deal with UC. The outpatient clinic is always very
crowded. One time | asked the doctor about his late coming to the outpatient clinic, he said
that he should finish his round for inpatients in the internal medicine department first, then
he can come to perform follow-ups for the outpatients”. All patients who have follow-up in
the governmental hospital said that they have booking for follow-up every month, some of
them see this sufficient, but others say that when they have a flare-up, to have a follow-up
visit, they can book for it minimally after 2 weeks, so some of them cannot wait for this
appointment and go to a private doctor for follow-up in this case. A gastroenterologist said
“Waiting time for the visits of follow-up is individualized according to the patient’s case.
For urgent cases, booking for follow-up is often specified after 1 week, while stable cases
are given an appointment for follow-up after 1 monti or maximally after 6 weeks ”.
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Table (4.7) Distribution of the study participants according to waiting and contact time

Items | N | %

Existence of long waiting list before participant’s turn in colonoscopy performance in
governmental hospitals

Yes 37 43.0
To some extent 23 26.7
No 26 30.2
Total 86 100.0
Waiting long time for follow-up in outpatient clinic at governmental hospitals
Yes 71 70.3
To some extent 16 15.8
No 14 13.9
Total 101 100.0
Average waiting time in the outpatient clinic in the governmental hospital
30 Min. and less 20 19.8
From 31 to 60 Min. 18 17.8
From 61 to less than 120 Min. 13 12.9
120 Min. and above 50 49.5
Total 101 100.0

Mean = 102.8, MD = 90.00, SD = 63.3

Waiting for long time in follow-up visits in a governmental PHC center

Yes 4 2.6

To some extent 23 14.9
No 127 82.5
Total 154 100.0

Average waiting time for the physician in the governmental PHC center

5 and less 19 12.3
From 6 to 10 80 51.9
From 11 to 15 25 16.2
More than 15 30 19.5
Total 154 100.0

Mean = 11.58, MD= 10.00, SD= 9.5

Waiting for long time before performing lab tests

Yes 15 13.3
To some extent 21 18.6
No 77 68.1
Total 113 100.0
Waiting for long time before dispensing medications
Yes 3 1.9
To some extent 9 5.7
No 145 92.4
Total 157 100.0
Average contact time with the physician in the governmental hospital
Less than 10 Min. 29 28.7
10 Min. 33 32.7
More than 10 Min. 39 38.6
Total 101 100.0

Mean = 12.3, MD=10.00, SD=12.21

Average contact time with the physician in the governmental PHC center

Less than 5 Min. 49 31.8
Five Min. 73 47.4
More than 5 Min. 32 20.8
Total 154 100.0

Mean = 5.7, MD=5.00, SD= 3.7
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Table 4.7 illustrates that most of the study participants (82.5%) who have follow-up in
governmental PHC centers regarding their UC perceive that they do not wait for long time
to see the doctor, 14.9% of them answered that the waiting time was long to some extent
and only 2.6% of them said that they wait long time for the doctor to get follow-up.

The average waiting time for the physician in PHC centers is found 11.58 minutes from
patients’ perspectives with 9.5 SD, it is lower than that found by Anan (2011) study as she
found it 31.7 minutes with 24.4 SD and she found that the longest reported waiting time
was 62 minutes for dental care and 50 minutes in the case of family planning, while the
shortest waiting times were found 20 minutes for nebulizer and dressing. Table 4.7 shows
that 12.3% of the study participants wait 5 minutes or less for the doctor in the PHC center,
near half of the participants (51.9%) said that they wait for the doctor from 6 to 10
minutes, while 16.2% said that they wait from 11 to 15 minutes and the rest (19.5%) said
that they wait for more than 15 minutes. Comparing these results with Anan findings in
2011, she found that 44.9% of participants wait for less than 30 minutes, half of
participants wait from 30 to 60 minutes to have consultation with the physician and 5.1%
were found to wait more than 60 minutes to see the physician.

A medical manager of a PHC center’s opinion about waiting time in the PHC center is
found consistent with these results. The medical manager said “Waiting time is suitable,
our PHC center works from 7:30 AM to 2:15 PM and each clinic inside the center deals
with 40-50 case daily, so we have no crowdedness in these clinics unlike what occurs in
outpatient clinics of hospitals. We can say that we have no waiting time as patients come
and get their needed services. If the patient needs to perform lab tests, we indicate its
performance, if the case needs psychological support, we perform it and if the patient
needs to dispense medications, he/she dispense them simply, so we have no problems with

waiting time”.

Furthermore, the same table shows that participants perception about waiting time before
performing lab tests is summarized as follows: about two thirds (68.1%) of the participants
who perform lab tests in governmental facilities answered that they do not wait for long
time, 18.6% answered with “to some extent” and 13.3% answered that they wait for long
time to perform lab tests in governmental facilities.

Concerning waiting time before dispensing medications from governmental facilities, the
vast majority (92.4%) of the study participants denied waiting for long time, 5.7% of them
answered with “to some extent” and only a small portion (1.9%) answered that they wait
for long time when they come to dispense their medications from governmental facilities.
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The opinion of an interviewed pharmacist working in a PHC center is found consistent
with these results as he said that waiting time for medications dispensing is too short as
patients dispense their medications quickly without waiting. He added “In our PHC center,
medications are dispensed every 15 days, but a lot of patients adjust their daily doses of
Pentasa; if they were taking 3X3 tablets daily, they reduce it to 2X3 daily. In this case,
medications will be enough for longer period, in turn they will come after a period of
longer than 15 days. Some patients also told the doctor to increase the written doses in the
report to dispense the maximal quantity. We dispense medications according to the system

of PHC center, so we dispense the written quantities in the report of each patient”.

In regard to contact time with the physician in the governmental hospital, the mean is
found to be 12.3 minutes from patients’ perspectives. It is found that 38.6% of the study
participants who had follow-up visits in governmental hospitals said that the contact time
in the hospital is more than 10 minutes, 32.7% said that it is 10 minutes and 28.7% said
that the contact time is less than 10 minutes.

Most of the interviewed patients said that the contact time with the doctor is very short,
while one patient said that the doctor stays sufficient time with him and that he asks the
doctor everything he wants. Another patient said “The contact time is not adequate in
hospital as the UC patient needs more contact time especially in the first follow-ups after
diagnosis to illustrate how to take the multiple medications, what to eat and how to deal
with acute case .

A head of an internal medicine department opinion was consistent and he said “Contact
time is not sufficient because there is crowdedness in the GIT outpatient clinic, so the UC
patient do not have sufficient contact time, as a result, many patients tend to go to private
clinics to have sufficient contact time. High workload prevents reaching integrated health
care services, as there is no sufficient number of specialized doctors, so GIT specialists see
200 patients daily instead of 30 as an example, so the patient will not take sufficient
contact time with the physician”. The interviewed gastroenterologist has the same opinion
and said “To improve contact time, the number of outpatient clinics should be increased,
as well as the number of gastroenterologists and the number of patients per day should be
decreased”.

The contact time mean in governmental PHC centers is found 5.73 minutes with 3.7 SD, it
is found that 31.8% of the participants answered that it is less than 5 minutes, 47.4% said
that the contact time is 5 minutes, while 20.8% said that it is more than 5 minutes. The
contact time mean is shorter by nearly the half of what found by Elmore et al. (2016) as
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they found the mean length of consultation 10 minutes and 22 seconds with SD of 4
minutes and 45 seconds.

An interviewed medical manager of a PHC center mentioned that UC patients are unique
and have special characteristics especially in the case of flare-ups, so, when an UC patient
has a problem, the physician will take longer consultation time with him/her depending on
his/her case. The medical manager added “If the patient’s case is stable and have no
problems and he/she comes for dispensing medications only, the consultation time will be
shorter than that when there are health problems’ that need taking history or performing
physical examination .

4.1.7 Follow-up

Findings in table 4.8 demonstrate that the vast majority of the study participants (98.1%)
receive follow-up from governmental PHC centers that are distributed across the GS,
followed by governmental hospitals with the percent of 64.3%, then 54.8% from
participants are found to have their follow-up from private clinics, after that 15.9% of the
participants indicated that they receive follow-up from NGOs’ facilities and only 0.6%
indicated that he/she gets follow-up from a community pharmacy.

All interviewed patients had at minimum one follow-up in the governmental hospital, some
of them have follow-up in hospital only, while others follow their case with a doctor in a
private clinic also. A female patient said that she gets follow-up in the governmental
hospital, but it is not always easy to have an additional follow-up visit when an attack
occurs while the follow-up appointment is still far, in this case, she tends to have a follow-
up in a private clinic.

An interviewed internist said “The provided health care services in the outpatient clinic
may be not with a high quality due to the lack of a pure IBD specialist and because GIT
doctors there deal with other GIT patients like patients with hepatic problems and others.
This leads to work overload, leading in turn to lower quality services. Currently we start to
work on setting up a new department for GIT diseases only within the internal medicine
department. By setting it, UC cases can have their follow-up and it is expected to have
sufficient number of GIT and IBD specialists at the long term. By separating IBD patients
from other internal or GIT departments’ patients, this will provide their own nutritionists,
surgeons and other needed specialties concerning their case what will affect their health

positively”.
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Table (4.8) Distribution of the study participants according to follow-up

Items | N | %
Place of receiving follow-up
Governmental PHC center 154 98.1
Governmental hospital 101 64.3
Private clinic 86 54.8
NGO facility 25 15.9
Community pharmacy 1 0.6
Regularity in follow-up visits
Yes 101 64.3
No 56 35.7
Total 157 100.0
Reasons for not conducting regular follow-up visits
Because of COVID- 19, outpatient clinic is closed and 22 39.3
tending not to go out from home
Stabilization of case 15 26.8
Getting bored from follow-up without improvement 15 26.8
| cannot afford transportation cost 6 10.7
Others 12 214
Number of follow-up visits per year
No visits 11 7.0
1-2 12 7.6
>3 134 85.4
Total 157 100.0
Adequacy of follow-up visits
Yes 97 62.2
To some extent 31 19.9
No 28 17.9
Total 156 100.0
Provider communication with participants in case of participant follow-up absence
Yes 10 6.5
No 143 93.5
Total 153 100.0
Physician with the most contact in the last year
A physician in a governmental hospital 67 42.7
A physician in a private clinic 53 33.8
A physician in a governmental PHC center 26 16.6
A physician in an NGO facility 11 7.0
Total 157 100.0

In terms of regularity in follow-up visits, 64.3% answered with “Yes”, while 35.7%
answered with “No”. Regarding causes for irregular follow-ups, 39.3% of them answered
that the cause is the COVID-19 pandemic that led to outpatient clinics’ closure at the time
of data collection, followed by 26.8% for both those who said that the cause is the
stabilization of their case and those who do not realize improvement in their case and get
bored from follow-up, while 10.7% of them answered that the cause is that they are unable
to afford the transport cost and 21.4% of responses distributed between long waiting time
in outpatient clinic, having sufficient experience to deal with their case, unrespect from the
working staff, movement difficulty and untrusting the care provider.
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Regarding the number of follow-up visits for the study participants per year, 85.4%
answered that they have three or more follow-up visits a year, 7.6% indicated that they get
1-2 visits per year and 7% answered that they have no follow-up visits at all. Concerning
participants’ perception about the adequacy of these follow-up visits, 62.2% of them feel
that they are adequate, 19.9% of participants find them adequate to some extent, while
17.9% of them indicated that their follow-up visits are inadequate. Soares et al. (2015)
found that 61% of the IBD participants had 3 or more visits in the outpatient clinic per
year, 38.2% have 1-2 visits and 0.8% had no follow-up visits. According to the MoH, the
number of follow-up visits in the GS for GIT/liver outpatient clinics is 2390 visits in 2020
(MoH, 2021b), while it is 3549 visits in the first half of the year 2021 (MoH, 2021c). This
difference may occur because the outpatient clinics were closed many times during the first
period of COVID-19 pandemic in the GS in 2020.

As shown in figure (4.3), the majority of the study participants (93.5%) indicated that the
provider did not communicate with them when they were absent for follow-up visits. Only
6.5% indicated that the provider communicates with them in the case of follow-up absence.

Figure (4.3) Provider communication with participants in the case of participants’ follow-up

absence

Results reflect that nearly half of the study participants (42.7%) had their most contact with
doctors in governmental hospitals in the last year, followed by those who contacted mostly
with the doctor in a private clinic with the percent of 33.8%, then 16.6% for those who
mostly contacted with a doctor in a governmental PHC centers. The rest (7%) had their
most contact last year with a doctor in NGOs facilities. Molander & Ylanne found in 2019
that 54.5% of UC patients were currently seeing a GIT specialist to manage their disease,
41.7% were seeing an internist with gastroenterology focus, while 15.9% were seeing a
PHC physician or a GP.
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4.1.8 Accessibility

In connection with the ease of reaching governmental health facilities, 84.7% of the study
participants answered with “Yes”, 10.8% of participants answered by “To some extent”

and only 4.5% answered with “No”.

An interviewed head of an internal medicine department mentioned that GIT outpatient
clinics are not fairly distributed in the GS, as patients who live in eastern areas like Shujaia
or other far areas, find difficulties in reaching hospitals and he suggested providing
sufficient number of GIT specialists in PHC centers that locate in these areas. He added “It
is important to provide diagnostic services quickly when it is needed like colonoscopy and
histology labs for biopsy examination as biopsy analysis is very costy when it is performed
in a private histology lab as it costs from 150 to 200 New Israeli Shekels”. A Kl from the
General Administration of Hospitals said when interviewed that there are 3 histopathology
labs in the GS, one in Al-Shifa Hospital, the second in Nasser hospital and the third is

available in the European Gaza Hospital.

Table (4.9) Perspectives of participants regarding accessibility

Items | N | %
Ease of reaching governmental health care facilities
Yes 133 84.7
To some extent 17 10.8
No 7 4.5
Total 157 100.0
Ease of reaching places inside health care facilities
Yes 151 96.2
To some extent 3 1.9
No 3 1.9
Total 157 100.0

Ease of contact with the physician in the health facility when an urgent issue happens to
participants regarding UC

Yes 73 48.3
To some extent 23 15.2
No 55 36.4
Total 151 100.0
Reactions in case of starting a flare-up attack
Call the gastroenterologist 78 50.3
Go to the hospital 47 30.3
Go to PHC center 8 5.2
Increase doses/ add medication by him/herself 7 45
Others 15 9.5
Total 155 100.0
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Furthermore, study participants’ answers concerning the ease of reaching places inside
health care facilities are distributed as follows: The vast majority of them (96.2%)
answered that it is easy, the rest of answers are distributed equally by 1.9% for those whom

answer was “To some extent” and “No”.

Nearly half of the participants (48.3%) indicated that it is easy to contact with the
physician in the health care facility when an urgent issue happens with them regarding UC,
15.2% indicated that it is easy to some extent and 36.4% indicated that it is not easy to
contact with the physician.

An interviewed patient said that he cannot contact with doctors, especially during COVID-
19 pandemic as the European Gaza hospital was closed, he added “I had called the number
that the MoH had introduced to obtain my medications in the first period of COVID-19
pandemic, first they reply to my call and said that they will provide it, but they did not do,
may be because | live in a far eastern area, after that they did not respond to my following
calls. I did not take my medications and my flare-up worsened till the near PHC center
opened nearly after one month ”. In contrast, an interviewed patients’ mother mentioned
that they have a good contact with the doctor in the governmental hospital and she calls
him when her daughter is admitted and that the doctor attends to see her daughter’s case
and good care is provided for her.

When the study participants were asked about the thing they do in the case of having an
attack, half of them mentioned that they call the gastroenterologist, 30.3% of them tend to
go to the hospital, 5.2% of them go to the PHC center, while 4.5% of them increase
medication doses or add medication to control the flare-up by themselves. Others tend to
search in the internet or do nothing, some of them ask a friend about what to do, follow a
special diet or g to the near community pharmacy.

4.1.9 Health education regarding UC

Regarding the main source of information about UC, 67.5% of the study participants
indicated that the internal medicine doctor is their main source, 64.3% indicated that
internet is the main source, 4.5% indicated that they depend on the physician in the PHC
center as their main source of information. To lesser extent, some participants indicated
other sources like family, friends, books, patient having the same disease, television,
physician in UNRWA. Comparing these results with Becker et al. study findings in 2015,
it is found consistent with it in that 69% of the UC participants indicated that they have
information about their disease from the gastroenterologist, but 54% of their respondents
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were found to obtain their information from CCC alone and 55% of them rely on other
online sources, and to a higher extent, they found that 34% of their respondents rely on
information they obtain from other people with UC, they found 28% of the respondents
rely on information from the family doctor, this is higher than that found by this study,
10% from CCC-sponsored events and 12% from other health care professionals.

Table (4.10) Distribution of study participants’ according to health education regarding UC

Items | N | %
Main source/s of information about UC
Internal medicine doctor 106 67.5
Internet 101 64.3
Physician in PHC center 7 4.5
Others 17 10.8
Receiving health education about UC in governmental PHC center/hospital
Yes 82 52.2
No 75 47.8
Total 157 100.0
Time of receiving health education about UC in governmental facilities
Irregularly, during the follow-up visits 46 56.1
At the time of diagnosis of my UC only 27 329
Regularly, every follow-up visit 6 7.3
Others 3 3.7
Total 82 100
Benefit of the received health education
Beneficial to large extent 44 53.7
Beneficial- to some extent 37 45.1
Not beneficial 1 1.2
Total 82 100.0

Receiving educational materials about UC during
facilities in the last year

visits to governmental health care

Yes 16 10.2
No 141 89.8
Total 157 100.0
Areas of need for health education
Nutrition, what to eat and what not to eat 78 49.7
UC complications 49 31.2
Getting more information about UC generally 48 30.6
Signs and symptoms of the beginning of a flare-up 46 29.3
How to take medication/s 46 29.3
Follow up importance 41 26.1
Other 11 7.0
Perception about disease understanding
Excellent 80 51.6
Good 59 38.1
Fair/ Poor 16 10.3
Total 155 100.0
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Approximately half of the participants (52.2%) answered that they received health
education about UC in the governmental health care facilities before, while the other half
(47.8%) denied receiving such health education.

An interviewed patient said “In the PHC center, there is no health education about UC,
doctors in the hospital give us health education, but it is insufficient. Also, not all doctors
perceive that diet have really an effect on the disease, but there was a good thing that last
vear, the doctor invited me with a group of patients with UC and crohn’s disease to attend
a lecture about special diets and its importance on disease management and a book about
suitable diets was distributed for attendants at the end of the lecture. It was conducted by a
GIT doctor from the West Bank. It was a good chance to meet other patients with the same
disease and exchange experience. Many times | use internet to search for information
about dealing with my disease and to know more about suitable food recipes for UC”. The
patient suggested to supply health care facilities with nutritionists, conduct continuous
workshops, assemble UC patients in one place and to provide facilities that provide
suitable foods for them like bakeries, restaurants or supermarkets as that present for celiac
patients. Another patient said “No one neither in the hospital nor in the PHC center had
told me how to deal with flare-ups, what to eat or what to avoid. Only the doctor in the

private clinic said that to me. Now, I deal with my disease according to my experience”.

The medical manager of a PHC center said “Health education is one of the most important
substrates of medical consultation, so, every patient (including UC patients) should have
health education and counseling according to his/her case”. The medical manager added
that because there is no specialized department for nutritional counseling and there is no
nutritionists, so they give health education and nutritional counseling generally through
follow-ups. A head of an internal medicine department said about health education that it is
limited according to the available time, he mentioned that the doctor can see every patient
for 10 minutes maximally during the follow-up visit, while patients need health education
for longer time. He suggested enhancing contact time by providing sufficient number of
specialized or semi-specialized doctors in order to provide patients with the needed
information about their disease and dealing with it, to put clear guidelines supplied with
methods of giving instructions for patients according to their case. He added “We always
have information asymmetry as when | speak with the patient, tell him/her some
information and prescribe medications, | expect that he/she knows all things about his/her

disease, while in reality, they may hear some words that they do not understand, so there is
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a gap between service providers and patients. This gap leads the patient to search for
other source of information, like in the internet, which may not always includes accurate
information, what may lead to negative effects on the patient’s health. So it is important to
provide patients with the right information from the right source and to provide them with
posters, brochures, workshops ”. Regarding nutritional counseling, the head of the internal
medicine department said “Nutritional education is totally missed in internal medicine
departments and they are not considered important issues, while patients perceive them
their main concern, the most thing that patients are interested with is what to eat during
their day, so patients are in urgent need to the existence of a nutritionist to specify suitable
meals for them. From abroad experience, it is realized how it is important to provide
nutritionists for departments like pediatrics, internal medicine departments, surgery
departments, intensive care units and gynecology and obstetrics. Nutritionists have a big

role in medical work and they can specify foods that interact with medications”.

Concerning the time of receiving health education in governmental hospitals/PHC centers,
patients who had received health education in governmental facilities replied that it was
conducted irregularly during follow-up visits (56.1%), 32.9% replied that it was at the time
of diagnosis only, 7.3% replied that they had health education regularly, every follow-up
visit and 3.7% had health education in other times including the time of renewing report

from hospital (nearly every 4 years) or when asking the doctor about a thing only.

The study findings show that 53.7% of participants who received health education in
governmental facilities, found it beneficial to large extent, 45.1% found it beneficial to
some extent and 1.2% found it not beneficial. About receiving educational materials
concerning UC during the last year visits in governmental health care facilities, most of the
study participants (89.8%) neglected receiving such materials, while only 10.2% of them

affirmed receiving educational materials.

Generally, nearly half of the study participants (49.7%) perceive that they need health
education about nutrition to know what to eat and what to avoid to have a stable case,
31.2% prefer to have health education about their disease potential complications, 30.6%
want to know more information about their disease in general, while 29.3% need to know
about signs and symptoms of flare-up beginning and how to deal with it equally like those
who want to take health education about how to take medications, 26.1% prefer to know
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about follow-up importance and 7% of answers include other fields like new medications,
causes of UC, how to avoid it and about the importance of exercise for UC patients.

In regard to the participants’ perception about understanding their disease, 51.6% of the
study participants rated it excellent, 38.1% rated it good and the remaining 10.3% perceive

their understanding to their disease as fair to poor.

4.1.10 Coordination

An internist said “Coordination between private and governmental hospitals is not
available at all, while it is very weak between primary and secondary health care, this is
considered a gap, but currently, there is working on it. | think if the gastroenterologist put
a plan for each patient for the next year or 2 years and it is attached to the patient’s file in
the PHC center, then the physician in the PHC center take it in consideration during UC
patient’s follow-ups, this will lower workload in outpatient clinics and in the same time,
this will facilitate patients’ follow-up instead of coming to hospital for routine follow-up
only. This is what occurs in some advanced countries and it gives better health outcomes.
In these countries, the GP or family doctor takes the role of case management in
coordination with the gastroenterologist by producing a renewable management plan for
each UC patient according to his/her case. Currently, the role of PHC centers is not
activated as needed, patients go to these widely spread centers nearly every month only to
dispense their medications, while the GIT outpatient clinics are crowded with stable cases
who mostly come for routine check-up investigation that can be performed by physicians in
PHC centers ™.

A medical manager of a PHC center mentioned that coordination between the health care
staff in the same facility is available and essential in all levels and they work as one unit
within the PHC level and illustrated that they cooperate and coordinate with other PHC
centers in two dimensions; first in referring patients generally and UC patients particularly
to the central lab in Sohadaa Al-Remal PHC center to perform unavailable lab tests in their
PHC center and they have no problems in this field as patients accept that. The other part
of coordination occurs when there is shortage in UC medications, we address this problem
by communicating with the near PHC centers to ask if these medications are available. If
they are found available, we write a prescription for the UC patient to dispense his/her
medications from the other PHC center. Regarding cooperation with hospitals, the medical
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manager mentioned that there are 2 forms of coordination between primary and secondary
health care facilities; the first is referring UC patients to the GIT outpatient clinic when
needed. There they can be referred to the emergency department or admitted. The PHC’s
medical manager added “We consider this a faced problem as when we refer the UC
patient to hospital, we fill a special referral form, specify a follow-up date in the outpatient
clinic and enter this date on the system, then the patient is directed to the administrative
manager of the PHC center to specify a number for him/her on the system. The
administrative manager communicates then with the outpatient clinic to affirm the follow-
up date. If the specified day is too far like after one month or more and the patient’s case is
urgent and the patient complains, we try to accelerate this referral by writing “urgent”
and we direct the patient for going to the GIT outpatient clinic and try to book a nearer
date. The other important type of coordination between us and the secondary health care
level occurs when we write a referral form for the patient to the gastroenterologist. In this
case, we wait for the specialist’s feedback which is a missed part. We in PHC centers,
believe that respect should be bidirectional; as in the same time that we respect the GIT
specialist and write all needed information including patient’s data and the cause of
referral, the box in the bottom of the referral form remains empty without supplying us
with the specialist’s feedback about what was happened with the patient in the hospital,
while outpatient clinics refuses receiving patients unless they have the mentioned PHC's
center referral form with complete data. This issue is considered a big defect that prevents
the provision of integrated health care services. This feedback is beneficial for the patient
as we can attach it to his/her file what will provide us with the needed information about
the patient’s case, changes in medications and information about what was performed for
the patient in the hospital. It is important to provide us with written material instead of

verbal saying by the patient to prove any modifications in the patient’s management plan”.

4.1.11 User-provider interaction

This domain includes 18 items reflecting participants’ perspectives concerning user-
provider interaction. The DPC-13 tool (Sustersic et al., 2018) was used with modifications
to be suitable for use in this study. As noticed in table 4.11, the higher the mean score, the
better user-provider interaction status. The same table indicates that the total mean for
user-provider interaction is 85.7 with 11.9 SD. This mean may be high because answers of
patients were taken about the physician with the most contact, most patients tend to have

follow-ups with providers they are comfortable to deal with.

78



Table (4.11) Distribution of the study participants according to user-provider interaction

Strongly | . Strongly [Weighted
Items disagree Disagree| Neutral | Agree Agree Mean
Did the doctor listen to you carefully | N 2 8 13 11 123 912
during consultation? % 13 51 83 70 78.3 '
Did the doctor allow you to talk N 3 5 7 25 117 L
without interrupting you? % 1.9 3.2 45 15.9 745 916
Did the doctor encourage you to N 5 4 11 14 123 013
express yourself / talk? % 39 25 7.0 89 783 :
Did you feel that the doctor examines | N 9 5 15 20 108 871
you thoroughly? % 5.7 3.2 9.6 12.7 68.8 '
Do you feel that the doctor N 1 2 10 11 133
understands you? % | 06 13 | 64 | 70 | 847 %48
Was it easy to understand what the N 1 0 6 15 135 96.1
doctor said? % | 06 00 | 38 | 96 | 86.0 '
Do you feel you were given all the N 5 15 15 32 90
necessary information? % 3.2 9.6 9.6 20.4 57.3 8338
Did the doctor explain the advantages | N 40 13 26 23 55
and disadvantages of the treatment or 65.1
0,

care strategy? % 25.5 8.3 16.6 14.6 35.0
In your opinion, did the doctor havea | N 10 2 16 24 105

: : o 87.0
reassuring attitude and way of talking? | o4 6.4 13 102 | 153 66.9
Do the physician deals with you N 2 2 5 7 141 96.1
respectfully? % | 1.3 13 | 32 | 45 | 898 '
Did the doctor make sure that you N 8 5 20 24 100
understood his explanations and 85.9
. . 0,
instructions? % 5.1 3.2 12.7 | 15.3 63.7
Did the doctor reply to all your N 4 3 27 26 97
expectations and concerns? % 25 1.9 172 | 166 61.8 86.6
Do the nurse deals with you N 1 7 13 15 102 904
respectfully? % | 07 51 | 94 | 109 | 739 '
Do the lab technician deals withyou | N 1 1 9 12 102 941
respectfully? % | 08 08 | 72 | 96 | 816 '
Do the pharmacist deals with you N 1 3 3 15 135 95.7
respectfully? % | 06 19 | 1.9 | 96 | 860 '
Do the pharmacist inform you how to | N 61 19 12 16 49
take your medications every visit? % 38.9 12.1 76 10.2 31.2 56.6
If you want to ask the pharmacist N 1 2 8 18 127
anything about your medication, do . 94.4
you find it easy? % 0.6 1.3 51 11.5 81.4

Mean = 85.7, MD =89.4,SD = 11.9

Findings in table 4.11 show that most of the study participants (95.6%) are agree and

strongly agree that it was easy to understand what the doctor said during follow-ups in the

past year for the physician with the most contact. Also, with the same percent, the majority

of study participants agreed and strongly agreed that the pharmacist deals with them
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respectfully. Most of the study participants (94.3%) also agreed and strongly agreed that

the physician deals with them respectfully.

Many of the interviewed patients affirm that the working staff deal with them respectfully
and listen to them carefully. An admitted patient’s mother said when interviewed “In
hospital, health workers pay an excellent attention to my daughter and do not neglect us as
well as workers in the PHC center ”. In contrast, another patient mentioned that the health
staff in the governmental hospital are always irritated and annoyed and want to finish the

follow-up visit quickly because of crowdedness and nurses do not pay attention to patients.

The lowest mean score in this domain is noticed for the item “Do the pharmacist informs
you how to take your medications every visit?” as only 41.4% of the study participants
agreed and strongly agreed with it. A pharmacist working in a PHC center commented this
and said “I am working here as a pharmacist, my work is only to dispense medications and
to give some instructions for taking them like how many times and before or after meals.
UC patients take their medications chronically, so, when we dispense their medications for
the first time, we tell them how to take these medications, but by time, they became experts
more than us and adjust their needed doses, especially that there are patients in our PHC
center who take medications for more than 30 years, they have the experience to reduce
the number of daily tablets when their case improves and increase the daily dose when
their case worsens. As a result, and because they always dispense the maximum daily dose,
they have a surplus in medications when they take lower quantities in their stabilization
cases, so they do not come to dispense their medications sometimes ”. Regarding contact
time with patients, he said that they do not spent a lot of time with them as patients are told
by doctors about all needed information concerning medications before arriving pharmacy
like taking before or after meals, increasing or decreasing drug doses or any other

instructions, so the pharmacist’s role from his opinion is to dispense medications only.

The second lowest score in this domain is found for the item “Did the doctor explain the
advantages and disadvantages of the treatment or care strategy?” as 49.6% of participants

agreed and strongly agreed with it.
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4.1.12 Restoration to normal life

Table 4.12 shows patients’ perspectives regarding restoration to their normal life after
receiving health care services, it consists of 5 items. The average mean for this domain is
found to be 71.9 with 17.5 SD. The highest score in this domain is realized for the item of
returning to daily normal activities, as 80.9% of the study participants agreed and strongly
agreed with the statement. Also, 79% of the study participants are found agree or strongly
agree that they realize an improvement in their health status. To a lesser extent, 73.5% of

the study participants agreed and strongly agreed that they return to work normally.

Table (4.12) Distribution of the study participants according to restoration to normal life

Items ilf;gggelg Disagree | Neutral | Agree Sggrsegely Wﬂgg:‘ed
After receiving health care N 6 5 22 53 71
services, to what extent do you 827
realize an improvement in your | % 3.8 3.2 14.0 33.8 45.2 '
health status?
After receiving health care N 5 22 39 42 49
services, to what extent do you 738
realize restoration of your % 3.2 14.0 24.8 26.8 31.2 '
eating habits?
After receiving health care N 8 21 37 36 55
services, to what extent do you 73.9
realize restoration of bowel % 5.1 134 23.6 229 35.0 '
habits?
After receiving health care N 6 9 15 37 90
services, to what extent do you 85.0
consider that you have returned | % 3.8 5.7 9.6 23.6 57.3 '
to your normal daily activities?
After receiving health care N 6 8 9 21 43
services, to what extent have 80.0
you returned to work normally? % 6.9 9.2 103 241 494

Mean = 71.9, Median = 72.00, SD = 17.50

Table 4.12 indicates that 58% of the study participants agreed and strongly agreed that they
realize restoration of their eating habits. The least mean score in this domain is observed
for restoration of participants’ bowel habits, as 57.9% of them answered with agree and
strongly agree. Little of interviewed patients said that they returned to their normal life
including eating habits, daily activities and work after starting to take their medications,
while most of them mentioned that they are trying to cope with their disease, return to their
daily life and their new eating habits. An admitted patient said “Since my diagnosis with
UC, | feel tiered by exerting any small effort or while performing home activities. So, |

tend to reduce any hard work like preparing hard recipes to prevent being tired, | have not
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returned to my normal life and when | have to go out from home, | tend to think 1000 times
before I do”. She added that sometimes she misses eating some foods that she avoids them,

as during the last 2 years, she was feeling discomfort by eating a lot of food types.

4.1.13 Perspectives about the existing gaps

When the study participants were asked about being returned home without receiving the
needed health care services regarding UC in the past year, around two thirds of them
(68.6%) answered with yes, while only 31.4% answered that they had not been returned in
the past year. From those who had been returned, 33% of them mentioned that they had
been retuned 1 or 2 times in the past year, while 36.8% of them had been returned from 3
to 5 times, 19.8% had been returned from 6 to 9 times and 10.4% mentioned that they had
been returned 10 times or more. Regarding the reason of their return, the major cause with
85% of responses was the unavailability of medication/s, followed by 20.6% for the
unavailability of colonoscopy, then 15.9% because of lab tests unavailability, while 9.3%
replied that the cause was the unavailability of the physician in his/her office. The
remaining causes distributed between the closure of PHC centers due to COVID-19 and

long waiting time in the hospital’s outpatient clinic.

More than half of the study participants (54.1%) consider that the unavailability of some
medicines is the most annoying thing they face while receiving services related to UC,
followed by the unavailability of some lab tests with the percent of 33.8%, while 33.1%
mentioned that the most annoying thing is long waiting time followed by participants who
mentioned that crowdedness is the most annoying thing (31.2%), 22.9% answered that the
inadequate mitigation measures against COVID-19 in the health care facility is the main
annoying thing followed by 16.6% for those who answered that the lack in specialized
services is the most annoying thing, then 15.9% were annoyed mostly from infrequent
colonoscopy performance and 12.7% were mainly annoyed from infrequent appointments.
Moreover, 9.6% answered that poor staff communication is the thing annoying most, 7%
were annoyed from the short contact time with the care provider, 5.7% were annoyed from
the unavailability of colonoscopy in the governmental facility, 4.5% from inadequate care
and respect to patients and the rest of participants perspectives about the main annoying
things were distributed between bad management of the outpatient clinic, the co-payment’s
cost, delayed arrival of medications and halving the dispensed medications quantity and

the delay in report issuance from hospitals.
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Table (4.13) Distribution of participants according to perspectives about the existing gaps

Items | No. | %
Being returned home without receiving services in the past year
Yes 107 68.6
No 49 314
Total 156 100.0
Times of return in the last year
2 and less 35 33.0
From3to5 39 36.8
From6to9 21 19.8
10 and more 11 10.4
Total 106 100.0
Mean = 4.44, MD = 4.00, SD = 3.12
Reasons for their return
Medications are unavailable 91 85.0
Colonoscopy was unavailable 22 20.6
Lab tests were unavailable 17 15.9
The physician was unavailable in office 10 9.3
Others 6 5.6
The main annoying thing/s while utilizing services related to UC
Unavailability of some medicines 85 54.1
Unavailability of some laboratory tests 53 33.8
Long waiting time 52 33.1
Crowdedness 49 31.2
Mitigation measures against COVID-19 are not 36 22.9
enough in the health care facility
Lack of specialized services 26 16.6
Infrequent colonoscopies 25 15.9
Infrequent appointments 20 12.7
Poor staff communication 15 9.6
Short contact time with the provider 11 7.0
Unavailability of colonoscopy 9 5.7
Inadequate care and respect to patients 7 4.5
Others 13 8.3
Existence of services that are needed but not available regarding UC
Yes 61 38.9
No 96 61.1
Total 157 100.0
Services that are needed but not available
Availability of medications like Pentasa 17 27.9
suppositories, supplements, biological
medications, ciprofloxacin
Health counseling and education/ A telephone 12 19.7
line for counseling/psychological counseling
and support
Promoting service provision 11 18
Availability of colonoscopy when it is indicated 10 16.4
with scheduling for the next colonoscopy
Availability of additional human resources 10 16.4
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Interviewed patients illustrated some of these annoying things; many patients said that the
outpatient clinic is always very crowded, one patient said “The outpatient clinic is always
crowded, and the number of GIT doctors is very small. Also, when the doctor is absent,
there is no available substitute, so most of the time | go to a private clinic for follow-up; |
go to follow-up in hospital only when I need to perform colonoscopy”. A mother of a 3
years’ patient mentioned that the number pediatrics GIT specialists is insufficient. Another
male patient suggested to organize the outpatient clinic and to open the outpatient clinic 3
days instead of 2 days weekly to reduce crowdedness. A patient’s wife was annoyed from
the co-payment of both medications and lab tests and said that they tried to be exempted
from them, but they were told that these medications cannot be exempted from co-payment
and said “When | have the cost of co-payment for only half of medications’ quantities, I
dispense half of the needed quantities for my husband, to made medications be adequate
for the whole of the month, he takes only half of his prescribed quantities daily, so, he is
always in relapse. Also, the hospital where he gets follow-up is very far and the

transportation for it is very costy, so he tends not to go for follow-up regularly”.

About the existence of services that are needed but not available, 38.9% of the study
participants answered with “yes”, while 61.1% answered with “No”. Regarding these
missed services, 27.9% of participants mentioned that the needed service is the availability
of some medications like Pentasa suppositories, supplements, biological medications and
ciprofloxacin, while 19.7% answered that they need health counseling and education/ a
telephone line for counseling/psychological support. Also, 18% answered that they need
promoting service provision like paying more care and respect to patients, the availability
of lab tests and better management of the outpatient clinic, added to that, 16.4% of
participants perceive that the missing service is the availability of colonoscopy when it is
indicated with scheduling for the next colonoscopy. Equally, 16.4% of this group said that
they feel that there is a need for additional HR like an internist in PHC center, nutritionists,
higher number of gastroenterologists and training for the staff.

An interviewed internist spoke about unavailable services and said that comprehensive
services are unavailable as well as a special unit for IBD patients including psychological
and nutritional services. Another gap was mentioned by the internist which is insufficient
number of GIT specialists in outpatient clinics despite numbers seem to be sufficient for

the admitted inpatient. The internist added that there is insufficient number of specialized
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clinical pharmacists in IBD, nutritionists, nurses and specialized psychological specialists
for chronic diseases not psychiatric diseases. The internist added “Some techniques are
unavailable also like embolization technique for patients admitted with severe UC attack,
it is considered as an alternative for surgery and it is not available in the GS, also the
availability of a specialized gastroenterologist surgeons is missed as there is only one
hepato-biliary surgeon in the GS, added to that, there is no sustainability in medications
especially in biological therapy, taking in consideration that there are new effective
biological agents that are added to the international guidelines that patients in the GS
have no access to them”. The internist suggested to support opening of specialized
gastroenterology unit, as it will assure continuity of care and a specialized staff will be
included, it can be established as a central GIT unit for the whole of the GS, the internist
said “I think it would be sufficient, as the GS is a small area and the central unit can cover
all IBD patients and include all the available GIT specialists instead of distributing them
in governorates. Unifying the GIT specialists in one place will facilitate service provision
and will improve the quality of the provided services”. An interviewed gastroenterologist
had a consistent perspectives concerning inadequacy in gastroenterologists and nurses
numbers, added that there is miss-distribution for them and mentioned that they have a
problem in the narrow space of the outpatient clinic in the hospital where he works as it
can accommodate 1 person only and he added that the outpatient clinic’s days was

diminished from 3 days weekly to once weekly, leading to crowdedness and overload.

A KI from the General Administration of Hospitals said that the number of GIT specialists
in the GS is 11, they are distributed as follows: 2 for pediatrics in Rantissi Hospital who
have a board certificate, 2 in the Indonesian Hospital, from which one has a board and the
other with a diploma degree, 2 gastroenterologists with board in Al-Shifa Hospital, 1
doctor with master degree in gastroenterology in Al-Agsa Martyrs Hospital, 2 in Nasser
Hospital, from which one with a master degree and the other with board certificate and the
same with the 2 doctors in the European Gaza Hospital. GIT specialists ratio in the GS
which is 0.55 per 100,000 population, seems to be lower than that found in New Zealand in
2017 (1.96 per 100,000 population) according to Stamm et al. (2020) and that found in
Canada (2.14 per 100,000 population) in 2016 (Leddin et al., 2018). Regarding the number
of histology specialists, the KI from the General Administration of Hospitals mentioned
that there are 5 specialists, 3 of them exist in Al-Shifa Hospital, 1 in Nasser Hospital with

board certificate and 1 in the European Gaza Hospital. By obtaining the ratio of them per
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100,000, it is found 0.25 and it is much less than that found in Canada and the United
States of America (4.81 and 3.94 per 100,000 population respectively) in the year 2017
(Metter et al., 2019). About the existence of nutritionists or clinical pharmacists, the same
interviewed KI mentioned that in the last year, 22 pharmacists attended a course in clinical
nutrition and they are integrated in some services and a policy was conducted for their

integration, but this issue stills in its first steps.

4.1.14 Patients’ satisfaction

In this section the QUOTE-IBD is used to measure participants’ satisfaction. It is a tool
that has been developed by the NIVEL. The performance part was used to explore the
participants’ experiences regarding the functioning of health care workers and medical
practices for each health care aspect (Van der Eijk et al., 2001). Concerning the scoring of
performance part of the QUOTE-IBD, the response to each statement is chosen from a
four-point Likert scale, and then scored as follows: the answers “no” and “not really” are
scored with 1, while the answers “on the whole, yes” and “yes” are scored with 0. The
average population performance scores range is from O which represents the best
performance to 1 representing poor performance (Van der Eijk et al., 2001). In this section,
findings is compared with Casanova et al. (2020) findings who conducted their study on

IBD patients as whole.

As shown in figure (4.4), 85.4% of the study participants were in touch with one or more
medical specialists during the past year (52 weeks) because of IBD, while the rest 14.6%

of them have no such touch.

Figure (4.4) Being in touch with one or more medical specialists during the past year because
of IBD
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As indicated in table 4.14, the average mean of accessibility domain is 0.42 out of 1, the
best mean score in this domain is for the promptly availability of the physician in case of
acute problems, it if found 0.19, it is found to be better than that of Casanova et al. (2020),
as they found it 0.77, the following good statement is found “Is always easy to reach by
telephone” with the mean score of 0.34, it is worse than that found by Casanova et al.
(2020) as they found it 0.25. The mean score of the item “Makes sure an adequately
competent substitute is available if he/she is absent” is 0.42, it is also worse than what
found by Casanova et al. (2020) as they found it 0.05. The worst mean score of this domain
is 0.47 for the item “Does not keep me in the waiting room for more than 15 minutes”, but
it is better than that found by Casanova et al. in 2020 (0.77). The previous mean scores are
for patients who had a type of contact with a doctor during the past year. For patients who
have not been in touch with a medical specialist during the past year, the mean score for
the item “The outpatient clinic is easy to reach by telephone” is very bad as it is observed

to be 0.68, which is worse than the result of patients with a doctor contact in the past year.

In the same table, the courtesy domain mean is found 0.12. The best mean score in this
domain is found for both of the items “Always takes me seriously” and “Gives me
confidence in him/her” with 0.07, they are little better than Casanova et al. (2020) findings,
who found them 0.09 and 0.1 respectively. The following good result in this domain is for
the item “Always keeps appointments punctually” which is found 0.1, it is better than that
found by Casanova et al. (2020) who found it 0.54. The worst value in this domain is found
for the item “Pays attention to the influence of IBD on my family life and/or work
situation” which is found 0.33, but it is better than that found by Casanova et al. (2020) as
they found it 0.66.

Table (4.14) Distribution of study participants according to their satisfaction using QUOTE-IBD

Yes No Total
N [% | N % | N | %
For patients who had a contact with a medical specialist during the past year:
The GP/specialist I have seen during the past year, with whom I have had the most contact ......

Does not keep me in the waiting room for more
than 15 minutes 72 1533 63 46.7 | 135 | 100.0 0.47
is always easy to reach by telephone 89 |56.7 45 336 | 134 | 100.0 0.34
Makes sure an adequately competent substitute is
available if he/she is absent 74 578 a4 422 128 100.0 0.42
Is promptly available in case of acute problems 110 |81.5 25 185 | 135 | 100.0 0.19

The outpatient clinic is easy to reach by telephone
(Patient with no follow-up during the last year) [ 318 15 68.2 | 22 100.0 0.68
Mean = 0.42, MD = 0.25, SD = 0.21

Items Mean

ANqissaooy
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Table (4.14a): Continued

Always takes me seriously 126 |93.3 9 6.7 | 135 | 100.0 | 0.07
o Always keeps appointments punctually 122 [90.4 13 9.6 | 135 100.0 0.10
o - -
< Pay§ att.entlon to the |nf.luen.ce of my IBD on my 90 |66.7 45 333 | 135 100.0 0.33
g family life and/or work situation
| Gives me confidence in him/her 126 |93.3 9 6.7 | 135 100.0 0.07
Mean = 0.12, MD =0.00, SD = 0.20
Prescribes medicines which are fully covered by
the National Health System or social services 126 193.3 9 6.7 | 135 100.0 0.07
O | Medicines which are fully covered by the National
2 Health System or social services are prescribed to | 21 | 95.5 1 4.5 22 100.0 | 0.05
me (Patient with no follow-up during the last year)
Mean = 0.06, MD = 0.00, SD = 0.233
Has a waiting area and consulting room which are
> clean and orderly 122 {90.4 13 9.6 | 135 | 100.0 0.10
o | Has a waiting area and consulting room with good
S | toilet facilities 90 |84.1 17 15.9 | 107 | 100.0 0.16
g Waiting areas and consulting rooms in the hospital
S | are clean and orderly (Patient with no follow-ups | 18 |81.8 4 182 | 22 100.0 0.18
| during the last year)
= | The hospital has good toilet facilities (Patient with
= no follow-up during the last year) 14 1824 3 17.6 17 100.0 0.18
Mean = 0.10, MD =0.00, SD = 0.25
o Makes sure that I can see a specialist within 2 75 1833 15 16.7 90 1000 | 017
S | Wweeks after being referred to him/her
S | Always cpmmumcates with gther health and social 60 |65 69 535 | 129 1000 | 053
g. care providers about the services | require
§ Is the GP/specialist | usually see 124 191.9 11 8.1 135 100.0 | 0.08
S
2 Lets me consult him/her regularly 123 |91.1 12 8.9 135 100.0 0.09
e Mean = 0.17, MD = 0.00, SD = 0.21
Informs me, in understandable language, about the
medicines that are prescribed for me 126 94.0 8 6.0 134 100.0 | 0.06
Informs me clearly about the examinations | am
__ | subjected to 120 |89.6 14 104 | 134 | 100.0 | 0.10
gh Informs me clearly about_ qther possmle physical 86 1637 49 363 | 135 1000 | 036
= | problems due to IBD, e.g. joint pain
g Informs me adequately about nutrition and IBD 78 |57.8 57 422 | 135 100.0 | 0.42
§' The hospital provides adequate information about
nutrition (Patient with no follow-up during the last | 11 | 50.0 11 |50.0 22 100. 0.50
year)
Mean = 0.20, MD =0.25, SD = 0.24
Has a good understanding of my problems 130 |96.3 5 3.7 135 100.0 0.04
Q Approach my physical complaints, due to IBD
% also from a psychological point of view 122 191.0 12 9.0 134 100.0 | 0.09
% Nurses at the endoscopy department have specific
5 expertise in IBD (Patient with no follow-up during | 14 |73.7 5 26.3 19 100.0 | 0.26
the last year)
Mean = 0.05, MD =0.00, SD = 0.18
Allows me to have an input into the decisions 87 |64.9 47 35.1 | 134 100.0 | 0.35
i_> regarding the treatment or help | receive
=
>
o
3
=<
Overall for QUOTE-IBD Mean =0.16, MD =0.13, SD =0.15
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The mean for the domain “cost”, is found 0.06 and it is found that the mean for the item
“Prescribes medicines which are fully covered by the National Health System or social
services” is found 0.07, which is worse than that found by Casanova et al. (2020) as it was
0.01. The mean score for the item “Medicines which are fully covered by the National
Health System or social services are prescribed to me” which is for patient with no follow-

up during the last year is found 0.05.

Concerning accommodation domain, its mean is found 0.1. The mean for the item “Has a
waiting area and consulting room which are clean and orderly” which is 0.1, is better than
that of the item “Has a waiting area and consulting room with good toilet facilities” that
have the mean 0.16. Both of them are better than that found by Casanova et al. (2020) as
they found it 0.11 and 0.22 respectively. For patient with no follow-ups during the last
year, the mean for the items “Waiting areas and consulting rooms in the hospital are clean”
and “The hospital has good toilet facilities” is found 0.18 for both of them and they are
worse than that for patients who have follow-up during the last year.

In regard to continuity of care domain, its mean is found 0.17. The best mean is found for
the item “Is the GP/specialist I usually see”, it is found 0.08 and it is better than that found
by Casanova et al. (2020) as they found it 0.14. The item “Lets me consult him/her
regularly” has the second best value with 0.09 and it is also better than the result of 0.32
for Casanova et al. study in 2020. The item “Makes sure that | can see a specialist within 2
weeks after being referred to him/her” comes later with the mean of 0.17, it is better than
that found by Casanova et al. (2020), as they found it 0.71. The worst mean in this domain
is found for the item “Always communicates with other health and social care providers
about the services I require” with 0.53 and it is worse than that found by Casanova et al.
(2020) as it was 0.42.

For information domain, the mean is found 0.2 and the best mean score in this domain is
found for the item “Informs me, in understandable language, about the medicines that are
prescribed for me”, it is found 0.06, it is better than the mean found by Casanova et al.
(2020), as they found it 0.29. The following best mean in information domain is found for
the item “Informs me clearly about the examinations I am subjected to” with 0.1, it is also
better than Casanova et al. result (0.2). Then the item “Informs me clearly about other
possible physical problems due to IBD, e.g. joint pain” is found to have the mean of 0.36,
which is better than Casanova et al. (2020) study findings as they found it (0.49).
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The worst score in this domain is found for the item “Informs me adequately about
nutrition and IBD” with 0.42, but it also better than 0.59 which was found by Casanova et
al. (2020). For patient who had no follow-ups during the last year, the mean for the item

“The hospital provides adequate information about nutrition” is found 0.5.

Concerning competence domain, its mean is found 0.05. The mean of the item “Has a good
understanding of my problems” is found 0.04 and it is better than that of the item
“Approach my physical complaints, due to IBD, also from a psychological point of view”
which is found 0.09 and comparing them with Casanova et al. (2020), they seem to be

better than their findings, as they were 0.12 and 0.49 respectively.

For patients with no follow-ups during the last year, their answers to the item “Nurses at

the endoscopy department have specific expertise in IBD” is found with the mean of 0.26.

Regarding autonomy domain, its item’s mean is found 0.35 and it is nearly the same as

found by Casanova et al. study with 0.36.

What noticed from results of this tool is that it is relatively good, this is may be because
these answers were taken from participants about the physician with the most contact in the
last year from different health care providers in the GS and patients mostly tend to deal

with the physician to whom they are reassured.

4.1.15 Total and dimensional satisfaction using QUOTE-IBD

As illustrated in table 4.15, it is noticed that the best mean score is obtained for the
competence domain with 0.05, it seems better than that obtained in Ljungstrom et al. study
in 2019 that was found 0.21. Then the following good result is obtained for costs domain
which is found 0.06, it seems little higher (worse than) that what found in Ljungstrém et al.
study (2019) as they found costs domain mean 0.05.

Regarding accommodation domain, its mean is found 0.1 which seems worse than
Ljungstrom et al. study results in 2019, as they found it 0.04, while the mean of courtesy
domain is found 0.12 which is better than that found by Ljungstrom et al. (2019), which
was found 0.18.
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Table (4.15) Distribution of the study participants according to total and dimensional
QUOTE-IBD means

Items Mean MD SD
Competence 0.05 0.00 0.18
Costs 0.06 0.00 0.23
Accommodation 0.10 0.00 0.25
Courtesy 0.12 0.00 0.20
Continuity of care 0.17 0.00 0.21
Information 0.20 0.25 0.24
Autonomy 0.30 0.00 0.46
Accessibility 0.42 0.25 0.21
Total care 0.16 0.13 0.15

Continuity of care mean is found 0.17 which is better than Ljungstrom et al. result in 2019
(0.24). The same thing is found for information domain, its mean is found 0.2, while it was
0.29 in Ljungstrom et al. study (2019). Autonomy domain mean is found 0.3, it is worse
than that found in 2019 by Ljungstrom et al. (0.09). The worst mean is found 0.42 for
accessibility domain. Ljungstrom et al. results in 2019 seems to be better (0.22). The total
care score is found 0.16 and it is typical to what was found by Ljungstrom et al. (2019).
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Figure (4.5) Distribution of the study participants according to total and dimensional
QUOTE-IBD means

4.1.16 Health-related quality of life using SIBDQ

In this section, the SIBDQ is used, it consists of 10 questions which are derived from the
32-questions Inflammatory Bowel Disease Questionnaire (IBDQ). SIBDQ questions are
grouped into 4 domains (bowel, emotional, systemic and social domains). It measures
participant’s feelings in the past 2 weeks and each question is rated from 7. The mean of
total dimensions is the sum of responses for all the 10 questions dividing the result by 10.
The resultant value ranges from 1 to 7. Higher scores represent higher HRQoL with less
impact from IBD. Each domain score is calculated by adding responses of the items of this
domain divided by the number of items of the same domain (Irvine et al., 1996).
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4.1.16.1 Systemic dimension of SIBDQ

As table 4.16 shows, the mean of systemic domain is 4.69 (67%), it is lower than that
found by Christiansen et al. (2019). Regarding the means of items consisting this domain,
the mean of the question “How often has the feeling of fatigue or of being tired and worn
out been a problem for you during the last 2 weeks” is found 3.93 (56.1%) and 40.7% of
participants agreed that they felt fatigue or tired and worn out and considered it a problem

all of the time, most of the time or a good bit of the time over the last 2 weeks due to UC.

Table (4.16) Distribution of the study participants according to their responses to systemic
dimension of SIBDQ

Items N %

How often has the feeling of fatigue or of being tired and worn out been a problem for you
during the last 2 weeks

All of the time 20 12.7

Most of the time 28 17.8

A good bit of the time 16 10.2

Some of the time 34 21.7

A little of the time 22 14.0

Hardly any of the time 12 7.6

None of the time 25 15.9

Total 157 100.0
Mean = 3.93, Mean percentage = 56.1%,
MD =4.00, SD = 1.96

Overall, in the last 2 weeks, how much of a problem have you had maintaining or getting to the
weight you would like to be

All of the time 9 5.7

Most of the time 16 10.2

A good bit of the time 6 3.8

Some of the time 14 8.9

A little of the time 15 9.6

Hardly any of the time 12 7.6

None of the time 85 54.1

Total 157 100.0
Mean = 5.46, Mean percentage = 78%, MD
=7.00,SD =2.03

Systemic mean = 4.69, Mean percentage = 67%, MD = 4.50, SD = 1.64,

On the other hand, the mean of the question “Overall, in the last 2 weeks, how much of a
problem have you had maintaining or getting to the weight you would like to be” is found
to be 5.46 (78%), which is better than the previous question, 19.7% of participants agreed
that they had a problem in getting or maintaining weight all of the time, most of the time or

a good bit of the time during the last two weeks because of UC.
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4.1.16.2 Social dimension of SIBDQ

The mean of social dimension is found 4.67 from 7 (66.7%), it is lower than Christiansen
et al. result (2019). The mean of the item “How often during the last 2 weeks have you had

to delay or cancel a social engagement because of your bowel problem” is 4.59 (65.6%).

Table (4.17) Distribution of the study participants according to their responses to social
dimension of SIBDQ

Items | N | %
How often during the last 2 weeks have you had to delay or cancel a social engagement because
of your bowel problem

All of the time 14 8.9
Most of the time 29 18.5
A good bit of the time 10 6.4
Some of the time 22 14.0
A little of the time 19 12.1
Hardly any of the time 6 3.8
None of the time 57 36.3
Total 157 100.0

Mean = 4.59, Mean percentage = 65.6%,
MD =5.00, SD = 2.20

How much difficulty have you had, as a result of your bowel problems, doing leisure or sports
activities you would have liked to have done over the last 2 weeks

A great deal of difficulty, activities made 20 12.7
impossible

A lot of difficulty 20 12.7
A fair bit of difficulty 6 3.8
Some difficulty 19 12.1
A little difficulty 22 14.0
Hardly any difficulty 9 5.7
No difficulty; the bowel problems did not limit 61 38.9
sports or leisure activities

Total 157 100.0

Mean = 4.75, Mean percentage = 67.8%,
MD =5.00, SD = 2.24
Social Mean = 4.67, Mean percentage = 66.7%, MD =5.0, SD = 1.97

Table 4.17 also shows that nearly third of the study participants (33.8%) agreed that they
delayed or cancelled a social engagement all of the time, most of the time or a good bit of
the time during the last 2 weeks due to their disease, while it is found that the item “How
much difficulty have you had, as a result of your bowel problems, doing leisure or sports
activities you would have liked to have done over the last 2 weeks” have a higher mean,
which is 4.75 (67.8%) and it is noticed that 29.2% of participants agreed that they have
difficulty all of the time, most of the time or a good bit of the time to do leisure or sport

activities they liked to have done during the last 2 weeks due to UC.
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4.1.16.3 Bowel dimension of SIBDQ

As shown in table 4.18, the mean of bowel domain is found 4.25 of 7 (60.7%), it is lower

than that found by Christiansen et al. (2019). Bowel dimension consists of 3 questions.

Table (4.18) Distribution of the study participants according to their responses to bowel
dimension of SIBDQ

Items | N | %
How often during the last 2 weeks have you been troubled by pain in the abdomen?
All of the time 18 115
Most of the time 24 15.3
A good bit of the time 11 7.0
Some of the time 29 18.5
A little of the time 32 20.4
Hardly any of the time 5 3.2
None of the time 38 24.2
Total 157 100.0
Mean = 4.23, Mean percentage = 60.4%, MD
=4.00, SD =2.03

How much of the time during the last 2 weeks have you been troubled by a feeling of having to
go to the toilet even though your bowels were empt

All of the time 19 12.1
Most of the time 19 12.1
A good bit of the time 15 9.6

Some of the time 28 17.8
A little of the time 28 17.8
Hardly any of the time 8 5.1

None of the time 40 255
Total 157 100.0

Mean = 4.34, Mean percentage = 62%,
MD = 4.00, SD = 2.06
Overall, in the last 2 weeks, how much of a problem have you had passing large amounts of gas?

A major problem 33 21.0
A big problem 17 10.8
A significant problem 5 3.2

Some trouble 23 14.6
A little trouble 31 19.7
Hardly any trouble 16 10.2
No trouble 32 20.4
Total 157 100.0

Mean = 4.13, Mean percentage = 59%,
MD =5.00,SD =2.19
Bowel Mean = 4.25, Mean percentage = 60.7%, MD =4.33, SD = 1.69

The first question, which is “How often during the last 2 weeks have you been troubled by
pain in the abdomen?” has the mean of 4.23 (60.4%) and 33.8% of participants were
troubled by abdominal pain all of the time, most of the time or a good bit of the time
during the last 2 weeks. The second question “How much of the time during the last 2

weeks have you been troubled by a feeling of having to go to the toilet even though your
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bowels were empty” has the mean of 4.34 (62%) and 33.8% of participants agreed that this
occurred with them all of the time, most of the time or a good bit of the time. The third
question “Overall, in the last 2 weeks, how much of a problem have you had passing large
amounts of gas?” is found to have the least mean with 4.13 (59%) and it is found that 35%

of participants consider this a major problem, a big problem or a significant problem.
4.1.16.4 Emotional dimension of SIBDQ

The emotional domain consists of 3 questions. Its mean is found 4.37 out of 7 (62.4%), it

seems lower (worse) than Christiansen et al. (2019) results.

Table (4.19) Distribution of the study participants according to their responses to emotional
dimension of SIBDQ

Items | N | %
How often during the last 2 weeks have you felt depressed or discouraged?
All of the time 17 10.8
Most of the time 15 9.6
A good bit of the time 12 7.6
Some of the time 22 14.0
A little of the time 28 17.8
Hardly any of the time 14 8.9
None of the time 49 31.2
Total 157 100.0
Mean = 4.70, Mean percentage = 67.1%, MD
=5.00, SD = 2.08
How much of the time during the last 2 weeks have you felt angry as a result of your bowel problem
All of the time 17 10.8
Most of the time 21 134
A good bit of the time 5 3.2
Some of the time 25 15.9
A little of the time 30 19.1
Hardly any of the time 16 10.2
None of the time 43 27.4
Total 157 100.0
Mean = 4.59, Mean percentage = 65.6%, MD
=5.00, SD = 2.07
How often during the last 2 weeks have you felt relaxed and free of tension?
None of the time 19 12.1
A little of the time 33 21.0
Some of the time 30 19.1
A good bit of the time 13 8.3
Most of the time 23 14.6
Almost all of the time 14 8.9
All of the time 25 15.9
Total 157 100.0
Mean = 3.83, Mean percentage = 54.7%, MD
=3.00,SD =201
Emotional Mean = 4.37, Mean percentage = 62.4%, MD = 4.33, SD = 1.58
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The question “How often during the last 2 weeks have you felt depressed or discouraged?”
have the mean of 4.7 (67.1%) and 28% of the participants felt depressed or discouraged all
of the time, most of the time or a good bit of the time during the last 2 weeks, while the
question “How much of the time during the last 2 weeks have you felt angry as a result of
your bowel problem” is found to have the mean of 4.59 (65.6%) and 27.4% of the
participants felt angry as a result of their disease during the last 2 weeks. The lowest mean
of this dimension is found 3.83 (54.7%) for the question “How often during the last 2
weeks have you felt relaxed and free of tension?” and it is found that nearly half of

participants (47.7%) were relaxed or free of tension all of the time to a good bit of the time.

4.1.16.5 Total and dimensional HRQoL using SIBDQ

According to table 4.20, the total mean score of SIBDQ is found 4.46 and it is lower than
Christiansen et al. (2019) findings as well as all four domains consisting it. The highest
mean is found for systemic domain (4.69), followed by social domain mean (4.67), then

emotional domain mean (4.37). The lowest mean is found for bowel dimension with 4.25.

Table (4.20) Distribution of participants according to total and dimensional SIBDQ means

ltems Mean % MD SD
Systemic 4.69 67 4.50 1.64
Social 4.67 66.7 5.00 1.97
Bowel 4.25 60.7 4.33 1.69
Emotional 4.37 62.4 4.33 1.58
Total 4.46 63.7 4.30 1.43
6
5 4.69 4.67 — 137 446
a4
3
2
1

Systemic Social Bowel Emotional Total

Figure (4.6) Distribution of the study participants according to total and dimensional HRQoL
using SIBDQ
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A female working mother said “UC affects my daily life to large extent, | have restricted
diet now, so | need more time for preparing special types of foods that I can eat. Also, my
young children notice that I do not eat many food types and ask me why | do not eat like
them and why | eat rice and potato only!. I tend to eat distributed meals through the day, to
prevent the sense of hunger, as it enhances flare-up occurrence, so | find myself have to eat
a meal during my wok and it is difficult to eat potato or rice meals in work. Also, my social
life is affected, I tend now not to go to feasts or parties to prevent being embarrassed as
they ask me, “Why don’t you eat?”’, when I have to go to such events, | tend to say that |
follow a regimen for my stomach healing to prevent eating and having complications. My
weight is highly affected and it is noticed that | have a severe weight loss since my
diagnosis before 2 years, relatives and colleagues surprised when they see me and ask me
“Why have you lost all this weight?”. Many times | suffer from anemia due to my
restricted diet and because of flare-ups that occur sometimes”. Another patient said that
UC has affected her daily life largely, especially in the case of flare-ups. When a flare-up
occurs, she suffers from severe aches in her legs which affect her walking and affect her
work as a teacher. She added “During flare-ups, | suffer from mouth and tongue sores
which affect my speaking during lessons. UC affects my daily life as | cannot eat many of
foods that | prepare for my family. Currently, | have a flare-up which is continued from
several months. | search always in the internet for new medications or remedies for this
disease, one time | had read about stool transplantation which is used in Germany, then |

asked the doctor about it, but he mentioned that it is not available in Gaza .

4.1.17 The effect of COVID-19 pandemic on health care services regarding UC

About case aggravation of participants after the beginning of COVID-19 pandemic in the
GS, more than two thirds of the study participants answered with no, 20.4% answered with
yes, 5.7% replied that their case was aggravated to some extent and the remaining 1.9%

answered that they don’t know.

Nearly half of participants (49%) replied that the provided health care services regarding
UC have not been affected at all by COVID-19 pandemic, 21.9% perceived that services
have been moderately affected, while 14.6% of participants perceived that health care
services have been highly affected. The same percent (14.6%) perceived that services have
been slightly affected. A medical manager of a PHC center said that health care services

provision was affected in the first period after COVID-19 pandemic occurrence in the GS,
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as the PHC center was closed for a short period. After that the PHC center was reopened

and continue to provide its health care services with considering mitigation measures.

Table (4.21) Distribution of the study participants according to their responses about the
effect of COVID-19 pandemic on health care services regarding UC

Items | N | %
Case aggravation after the beginning of COVID-19 pandemic in the GS
Yes 32 20.4
To some extent 9 5.7
No 113 72.0
I don’t know 3 1.9
Total 157 100.0

Perception about the extent to which COVID-19 has affected the provisi

services for them

on of health care

Highly affected 22 14.6
Moderately affected 33 21.9
Slightly affected 22 14.6
Does not affected at all 74 49.0
Total 151 100.0

Perception about the extent to which COVID-19 has affected the presence of health care

staff when they need them

Highly affected 22 14.7
Moderately affected 26 17.3
Slightly affected 22 14.7
Does not affected at all 80 53.3
Total 150 100.0

Perception about the extent to which COVID-19 has affected the dispensing their UC

medication/s

Highly affected 15 9.9
Moderately affected 22 14.6
Slightly affected 15 9.9
Does not affected at all 99 65.6
Total 151 100.0

Perception about the extent to which COVID-19 has affected their follow-up regarding UC

Highly affected 35 23.3
Moderately affected 20 13.3
Slightly affected 16 10.7
Does not affected at all 79 52.7
Total 150 100.0

Need to perform laboratory testing without the ability
to COVID-19

to perform it in the MoH facilities due

Yes 36 23.4
No 28 18.2
| have not need it in this period 90 58.4
Total 154 100.0

Need to perform colonoscopy without the ability to p
CoVID-19

erform it in the MoH facilities due to

Yes 22 14.3
No 4 2.6

I have not need it in this period 128 83.1
Total 154 100.0
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Concerning the participant’s perception about the extent to which COVID-19 has affected
the presence of health care staff when they need them, around half of the study participants
(53.3%) answered that it does not affected at all, while 14.7% answered that it is highly
affected. Participants who answered with moderately affected represent 17.3% and the

remaining 14.7% of the study participants answered with slightly affected.

An interviewed medical manager of a PHC center said “In the first period of COVID-19
pandemic in the GS, health care staff presence was highly affected as the PHC center was

closed, then the staff capacity returned to their work with full capacity .

Regarding affecting medications dispensing, 65.6% of the study participants perceive that
COVID-19 does not affect their dispensing of UC medications at all, while 14.6% of
participants perceive that it has a moderate effect, 9.9% of the participants perceive that
COVID-19 has a slight effect and equal percent is found for participants who perceive that

it has a high effect on dispensing of their UC medications.

A medical manager of a PHC center said that dispensing of medications was continued
when the PHC center was closed in the first period of COVID-19 pandemic in the GS and
the MoH specified the number 103 for telemedicine services, so, patients who find our
PHC center closed or cannot leave their homes due to their weak immune system, they
called this number and the MoH delivered medications to their homes.

An interviewed pharmacist mentioned that after the start of COVID-19, they tend to
dispense medications for UC patients monthly instead of biweekly by doubling the
dispensed quantities as the case for all other patients to reduce crowdedness and contribute

in decreasing their going out from home as they are immunocompromised patients.

To measure the effect of COVID-19 on the patients’ follow-ups regarding UC, the study
participants were asked about the extent to which COVID-19 has affected their follow-up
regarding UC, 52.7% answered that it does not affected at all, while 23.3% of the study
participants mentioned that this service is highly affected, followed by 13.3% for those
who perceived that it is moderately affected. The rest 10.7% answered that it is slightly
affected. Comparing these results with Harris et al. study (2020), they found that 18.7% of
their IBD participants answered that their follow-up appointments in hospitals were
cancelled due to COVID-19, 15.8% appointments of the study participants was delayed,
41.6% answered that their appointments in outpatient clinics were not affected and the
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question was not applicable for 25.4% of participants, while they found that 6.7% of the
participants’ appointments with the GP were cancelled, were delayed for 10.2% of
participants, were not affected in 39.9% of them and the question was inapplicable in

43.1% of participants,.

An interviewed patient said “From the beginning of COVID-19 pandemic in the GS, | had
no follow-up visits because the outpatient clinic was closed, lately it is opened, but I don’t

go for follow-up because of crowdedness as | have a weak immune system ”.

About their need to perform laboratory testing without the ability to perform it in the MoH
facilities due to COVID-19, it is found that 23.4% of the study participants agreed, 18.2%
of them disagreed and 58.4% mentioned that they did not need to perform lab tests during
the COVID-19 pandemic period. In Harris et al. study (2020), they found that hospital
blood tests were cancelled in 4.4% of the study participants (IBD patients), delayed for
18% of them, not affected in 52.1% and the question was not applicable for 24.5% of the
participated IBD patients, the mentioned study found also that 3.9% of participants’ GP
blood tests were cancelled due COVID-19, 18.3% were delayed, 43.7% were not affected

and in 34.1% of participants the question was not applicable.

On the other hand, it is found that 14.3% of the study participants were in need to perform
colonoscopy without the ability to perform it in the MoH facilities due to COVID-19, 2.6%
answered that they were not affected by COVID-19 and performed it, while the majority
(83.1%) were not in need to perform colonoscopy during that period. In Harris et al. study
(2020), endoscopy was cancelled in the case of 5.2% of participants, delayed for 5.2% of
participants, not affected in 22.5% of participants and it was not applicable in 67% of the

study participants.

4.1.18 Documentation practices

As aforementioned, 145 patients’ files were found and checked for documentation
completeness. Some PHC centers had no files for UC patients, as they dispense UC
medications according to patients’ reports that are put in the PHC center’s pharmacy. Other
paper based files were not found because they cannot be found using the patient’s name,
ID number, the insurer name in the case of a family record or using the insurance number.
The file number was difficult to obtain especially in PHC centers that have no computers
or connection to the unified electronic system of the MoH.
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Table (4.22) Completeness of documentation practices related to UC

ltems Complete Incomplete
N | % N %

Identification and biographical data (N = 145)

anh p?ge inside the medical record contains the 59 407 86 59.3

patient’s name or ID number

Opening date of the file is written 91 62.8 54 37.2

Date of birth is written 144 99.3 1 0.7

Gender is specified 115 79.3 30 20.7

Address is written 99 68.3 46 31.7

Telephone number or mobile number is filled 68 46.9 77 53.1

Educational level is specified 51 35.2 94 64.8

Occupation is specified 55 37.9 90 62.1

Marital status is specified 77 53.1 68 46.9

Documentation average 58.2

Diagnosis, history and treatment (N = 145)

Diagnosis is clearly written 125 86.2 20 13.8

Severity and extent of the disease is clearly 15 10.3 130 897

documented

Prescribed medication are clearly written with dosages 136 93.8 9 6.2

Height, weight and BMI are documented 17 11.7 128 88.3

Posture and gait of the UC patient is documented 7 4.8 138 95.2

Attitude is documented 15 10.3 130 89.7

Cardiovascular examination was performed as a base

when the file was opened 1 76 134 924

Qhest examination was performed as a base when the 11 76 134 924

file was opened

Abd(_)men examination was performed as a base when 9 6.2 136 938

the file was opened

Central nervous system (CNS) examination was 9 6.2 136 938

performed as a base when the file was opened

Head eye ear nose throat examination was performed 10 6.9 135 93.1

as a base when the file was opened

Skin and h_eur examination was performed as a base 9 6.2 136 938

when the file was opened

Mental status exam was performed as a base when the 4 28 141 972

file was opened

Physical & psychological examinations are updated 9 14 143 98.6

annually

Abdomen, eye, joint aqd skin exammgtlons are 9 14 143 98.6

performed when there is new complaints

Allergles and adverse reactions are prominently noted 1 0.7 144 993

in the record

Allergies are updated annually 0 0.0 145 100.0

M'edlcatlon/.s side effect; and symptoms are reviewed 0 0.0 145 100.0

with the patient or caregiver and documented

Medication adherence review for compliance of

maintenance medications with the dates of initial and 120 82.8 25 17.2

refill prescriptions

Fam_lly h_|story is documented _mpludlng pertinent 7 18.6 118 814

medical history of parents and/or sibling(s)
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Table (4.22a): Continued

Medical-surgical history is documented including

serious accidents, injuries, operations,

ilinesses/diseases (acute or chronic), and mental 15 10.3 130 89.7
health/substance abuse issues and it is updated as

appropriate

Smoking status is documented. 8 5.5 137 945
Patient’s counseling about high-risk behavior(s)

including nutrition is documented or the

documentation of the patient’s referral to appropriate 10 6.9 135 931
specialists.

Specialist cpnsultatlon -if needed- is documenteq. 9 6.2 136 938
Name/Specialty and recommendations are all written.

Laboratory tests are ordered as appropriate, especially

ESR, liver function test, kidney function tests, CRP,

CBC, FBG, lipid profile, iron, folic acid and B, levels 33 22.8 112 .2
and results are documented.

Diagnostic Studies and results are documented as 9 14 143 98.6
colonoscopy, ultrasound, X-ray and CT scans.

Routine or follow-up visits description is documented

including presenting complaints, active (acute) medlc_al 97 18.6 118 814
or psychosocial problems, or management of a chronic,

serious or disabling condition

Unresolved problems from previous office visits are

determined to be addressed in subsequent visits. 0 0.0 145 100.0
There is notation/s, for further calls or follow-up visits

i needed. 2 1.4 143 98.6
Follow-up after an emergency department visit/s or

hospitalization/s is performed and t_he c_iate_/s for 1 0.7 144 99.3
emergency department and/or hospitalizations are

listed.

Documentation average 14.7

General record items (N = 145)

All entries in the medical record contain the author’s

identification (handwritten signature, stamp, a unique 6 4.1 139 95.9
electronic identifier, ........ etc.)

All entries in the medical record are dated 41 28.3 104 71.7
The record is an Electronic Medical Record (EMR) 37 25.5 108 74.5
Handwriting inside the record is clear and readable 145 100 0 0
Documentation average 39.5

Overall documentation average 26.1

Table 4.22 demonstrates that the overall documentation average is 26.1%. It is very low
and it lower than the overall documentation average of discharge sheets in Abu Dagga
(2014) study, as she found it 81.5%. Regarding the checklist categories, the documentation
average for the identification and biographical data category is found to be 58.2%. It is
higher than that found by Sayyah-Melli et al. (2017) as they found that patient demography
was of standard quantity in 46% of the reviewed records.
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The highest documentation average is found for the item “Date of birth” as it was
documented in 99.3% of the files. Patient’s gender was documented in 79.3% of the
reviewed files, followed by 68.3% for address documentation and then opening date
documentation, as 62.8% of the reviewed files specified the opening date of the file. The
least average of documentation in this category is found for the item “Educational level is
specified” with 35.2% average of documentation only. A little higher score (37.9%) is
found for the occupation specification item. Only 40.7% of the files have the name or ID
number of the patient on each page inside the medical record. For more specification, in
2.1% of the reviewed files, the name of patient or his/her ID number completeness average
was from 1-25%, 12.4% of the of the same item was 26-50% completed, 31.7% was
completed from 51-75%, 13.1% of the mentioned item was 76-99% completed and 40.7%

was 100% documented in each page.

The documentation average for the category “Diagnosis, history and treatment” is the
lowest within categories with 14.7% of documentation completeness average. The highest
completeness average in this domain is found for the item ‘“Prescribed medication are
clearly written with dosages” with 93.8%, followed by the item “Diagnosis is clearly
written” that was documented in 86.2% of the reviewed files, then it is found that 82.8% of
the files provide medication adherence review for compliance of maintenance medications
with the dates of initial and refill prescriptions, after that comes the item of ordering and
documentation of the needed lab tests and documenting its results with the completeness
average of 22.8%. This is lower than Alkhaldi, 2017 findings who found that 84.1% of
participants perceive that the results of requested diagnostic tests are documented. This is
also lower than Sayyah-Melli et al. (2017) findings as they found that the percentage of
standard quantity of the lab data of the reviewed records was 45%. Concerning the
documentation of family history, it is found 18.6%, it is lower than that was found by
Sayyah-Melli et al. (2017) as they found it 36%. Medical-surgical history is found to be
documented in 10.3% of the UC patients’ records only, it lower than that found by Sayyah-Melli
et al. (2017), as the past medical history was documented in 51% of the files and the

operative procedures history was documented in 43% of patients’ files.

In regard to the lowest average, it is noticed for the items “Unresolved problems from
previous office visits are determined to be addressed in subsequent visits”, “Medication/s

side effects and symptoms are reviewed with the patient or caregiver and documented” and
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updating the patient’s allergies. Each of these items has the score of 0% while the
completeness score of 0.7% is found for other 2 items which are “Allergies and adverse
reactions are prominently noted in the record” and the item “Follow-up after an emergency
department visit/s or hospitalization/s is performed and the date/s for emergency
department and/or hospitalizations are listed”. This result is significantly different from
that found by Alkhaldi, 2017 who found that 75.5% of participants from the health care
staff in UNRWA perceived that allergies and adverse drug events are clearly documented.

In Sayyah-Melli et al. (2017), they found allergies documentation percentage 46%.

The average 1.4% is realized for 4 items in this category. It is noticed for the item
“Physical & psychological examinations are updated annually” as well as for the item
“Abdomen, eye, joint and skin examinations are performed when there is new complaints”,
it is found also for the item of documenting diagnostic studies and results and the item of
availability of notations for further calls or follow-up visits if needed. Generally, most of
the physical and psychological items are poorly documented. Regarding specialist
consultation documentation, it is found complete in only 6.2% of the reviewed files. The

severity and extent of disease was specified only in in 10.3% of the reviewed files.

The average for the category, “general record items” is found to be 39.5%. The lowest
average was 4.1% for the item “All entries in the medical record contain the author’s
identification like handwritten signature, stamp, a unique electronic identifier”, it is higher
in Sayyah-Melli et al. (2017) findings, as doctors full name and the signature with job
category was completed in 56% of the reviewed files. Only 25.5% of the files were EMR
and it is found that only 28.3% of entries in the medical record were dated, while the
highest score in this category and all the record checklist is for the readability and clarity of
the patients’ records. All of the reviewed records handwritings can be read, this result is
higher than that found by Alkhaldi, 2017 as he found that 81.9% of participants agreed that

the entries are legible and any provider can understand the record note.

An interviewed internist said “We have a gap in documentation and we should work on it,
what hardens this task is the unavailability of an efficient HIS. All patients’ available data
are paper based and if we need to return to a patient’s file, we will find only part of his/her
information in the file. In the outpatient clinic, there is no documentation at all. The main
characteristics of high quality record are: To be an efficient HIS that supports us with

complete data about patients, especially that a lot of UC patients usually have recurrent
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hospital admissions, so we need to be aware of their history including their lab results.
Sometimes when the patient is ill or unconscious and being without companions, an
efficient HIS ensures obtaining lab tests results in the needed time. Efficient HIS is an
informative system that achieves the needed outcome. These advantages are not obtained
from the available electronic system leading to fragmentation in health care provision”. A
nurse in a PHC center said “Documentation is a very important issue and we know that not
documented means not done, we should direct more focus on documentation. | think we
have nearly 80% documentation average for patients files, not all data are electronically
available, as the electronic system is still newly used, for example, although we fill the
GHQ-12 on paper, it is not filled electronically. The electronic system still needs further
modifications, auditing and re-auditing. To meet a high quality medical record, we need
first to train the working staff on the right way of data entry and to enhance their
monitoring, commitment, motivation and emphasizing on the importance of any portion of
data, as it later seems to be of a high value and not such a number, it can provide health
workers, students and researchers with important information like prevalence, incidence,
the needed quantities of medications for any disease, the cost of each disease,...etc.
Another important issue is the continuous auditing for the electronic system to overcome
existing gaps and to develop it after a continuous evaluation process. A high quality record
should be a part of an electronic system that provides a data base and have the capability
to save backup. The EMR should include all patients’ data like quaternary name, ID
number, mobile or telephone number, the right diagnosis, lab tests results with date and
time of performance, to schedule lab tests electronically on the system and to give an
alarm when the time of performance is reached and to follow the ICD-10". From a
different angle, a senior pharmacy manager said “We are not satisfied concerning
documentation practices, we have a problem in the documentation of patients’ medications
because their reports are not monitored regularly for many causes; first, because some
patients are remissive, if they do not dispense their required medication amount, they tend
to reduce their daily dose themselves without consulting the doctor, this is may be because
the unclear follow-up system as UC patients get their follow-up in hospitals, while they
dispense medications from PHC centers, what leads to gap formation. Some patients also
do not go for follow-up. Also, when physicians write the medical report for patients, they
should specify the period of this prescription, thus the report should be renewed every 3 to
6 months. Sometimes doctors do not specify the period of the prescribed doses or specify it

for long time in order to reduce their work load as they do not want to see the patient every
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3 months in the outpatient clinic to renew his/her report. We can overcome this by
providing GIT doctors in PHC centers to review patients’ cases and reports regularly .

4.2 Inferential statistics

4.2.1 User-provider interaction and demographic data

To identify the existence of differences between males and females in user-provider
interaction, the independent sample t-test was conducted and its results revealed that
females have higher mean (4.42) than males group (4.18) and there were statistically

significant differences between both genders in user-provider interaction (P value= 0.013).

Table (4.23) Differences in user-provider interaction scores by demographic data

Independent variable | Demographicdata | N | Mean | SD | Factor| Value | Sig.
Gender Male 91 | 4.18 | 0.67 T -2.519 | 0.013
Female 66 | 442 | 0.44

Less than 30 years 42 | 437 | 047 F 0.503 | 0.681
30 to 40 years 39 | 429 | 0.56
Age group 41 to 50 years 32 | 424 | 0.69
Above 50 years 44 | 423 | 0.66
Total 157 | 4.29 | 0.60

North Gaza 23 | 4.05 | 0.80 F 2.881 | 0.025
Gaza 57 | 421 | 0.55
Governorate Middle zone 36 | 4.36 | 0.56
Khan Yunis 20 | 431 | 0.55
Rafah 21 | 460 | 041
Total 157 | 4.29 | 0.60

< Secondary 28 | 430 | 0.72 F 2.164 | 0.118
Education level Secondary 48 | 442 | 050
Postgraduate 79 | 419 | 0.60
Total 155 | 4.28 | 0.60

Marital status Not Married 37 | 433 | 0.52 T 0.612 | 0.542
Married 117 | 4.26 | 0.62

Refugee status Refugee 91 | 427 | 0.60 T -0.256 | 0.798
Non-refugee 66 | 4.30 | 0.60

Working 59 | 421 | 0.64 F 2.452 | 0.089
. Not Working 82 | 438 | 050
Working status Retired 16 | 409 | 081
Total 157 | 4.29 | 0.60

Although younger patients have higher means of user-provider interaction, ANOVA test
results revealed that there were no statistically significant differences between different age
groups in relation to user-provider interaction (P value= 0.681).

In regard to user-provider interaction between governorates, it is pointed out by ANOVA
test that Rafah had the highest mean (4.6) and North Gaza had the lowest mean (4.05) and
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it is noticed that there were statistically significant differences in the overall user-provider
interaction across governorates (P value= 0.025). Post hoc test revealed that the pairs
(Middle Zone and North Gaza), (Rafah and North Gaza), (Rafah and Gaza) had a
significant differences in user-provider interaction.

According to table 4.23, it is demonstrated that there were no differences in relation to
educational level, marital status and refugee status in user-provider interaction.

4.2.2 User-provider interaction and medical variables

To identify if there were statistically significant differences in user-provider interaction
between different groups of years of disease from diagnosis, ANOVA test was used. Table
4.24 indicated that patients who have UC from a period of more than 10 years have the
lowest mean (4.15), while the other 3 groups have an equal mean (4.34). The ANOVA test
results showed no statistically significant differences between different groups of years of
disease from diagnosis regarding user-provider interaction (P value =0.361).

Table (4.24) Differences in user-provider interaction by medical variables

Independent variable Demographic data N | Mean| SD | Factor| Value| Sig.
3 Years and less 40 | 4.34 | 0.46 F 1.077 | 0.361
Years of disease from From 4 to 5 Years 32 | 434 |0.58
diagnosis From 6 to 10 Years 41 | 434 |0.53
More than 10 Years 44 | 415 |0.75
Total 157 | 4.29 | 0.60
Does not occur after 13 | 4.37 |0.40 F 0.572 | 0.684
starting to take
medications
:;(E)erji?er:w(gn%fflare-ups >1 month 30 1431 1061
as reported by clients 1 to 11 Months 55 [4.34 | 051
12 Monthsand more | 41 | 4.17 | 0.66
Irregularly 18 [4.26 |0.79
Total 157 | 4.29 | 0.60
The last time to Up to one month 74 | 4.26 | 0.62 F 0.229 | 0.795
experience attack From 2 to 10 Months | 48 | 4.28 | 0.60
symptoms Above 10 Months 35 |4.34 | 053
Total 157 | 4.29 | 0.60
End of the last UC Yes 100 | 4.26 | 0.62 T -0.666 | 0.506
attack symptom No 57 1433 |0.55
Suffering from other Yes 55 1430 |0.62 T 0.188 | 0.851
chronic disease/s No 102 | 4.28 | 0.59

Also, to explore if there were statistically significant differences among patients
experiencing different frequencies of flare-ups in regard to user-provider interaction, the
ANOVA test results show higher mean of user-provider interaction for patients’ group who
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did not experience flare-ups since starting to take their UC medications (4.37), while
patients who experience flare-ups every 12 months or more have the lowest user-provider
interaction (4.17), but the ANOVA test results show that there were no statistically
significant variances among the frequency of experiencing flare-ups groups in regard to
user-provider interaction (P value = 0.684).

Although participants with 10 months or more from experiencing the last flare-up
symptoms elicited a higher mean score than the other groups (mean = 4.34), the differences
in means between them were statistically not significant in terms of user-provider
interaction (P value = 0.795).

Regarding the differences between the end of the last UC attack symptom in relation to
user-provider interaction, independent sample t-test results, show that patients who were in
attack have a higher user-provider interaction mean (4.33) than patients who ended their
last UC attack symptoms (4.26) but the independent sample t-test results show no
statistically significant differences between them in relation to user-provider interaction (P
value = 0.506).

Concerning suffering from other chronic disease/s, t-test pointed out that UC patients who
were suffering from other disease/s have a higher user-provider interaction mean (4.3) than
patients with no concomitant disease (4.28), but there were no statistically significant
variances between participants having a concurrent disease with UC and those who does
not have other chronic disease/s regarding user-provider interaction (P value = 0.851).

4.2.3 Patient Satisfaction and demographic data

In regard to males/females satisfaction, the independent sample t-test results show that
females have better satisfaction mean (0.13) than males (0.14), but these differences were
statistically not significant (P value= 0.623). It is inconsistent with what found by Van der
Eijk et al. in 2001, as they found statistically significant differences in the total care (P
value <.05) between males and females, females was satisfied less than males from the

provided services (males mean=0.09 and females mean = 0.15).

To explore the existence of differences between different age groups in regard to
satisfaction, the ANOVA test revealed that the age groups (30 to 40 years and those who
are above 50 years) have better satisfaction mean (0.13) than the age groups (less than 30
years and 41 to 50 years) as they have 0.15 satisfaction mean, the differences between

different groups were not statistically significant (P value= 0.88).
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Table (4.25) Differences in patient satisfaction by demographic data

Independent variable | Demographicdata | N | Mean| SD |Factor | Value | Sig.

Gender Male 91 | 0.14 | 0.14 T 0.492 | 0.623
Female 66 | 0.13 | 0.12

Age group Less than 30 years 42 | 0.15 | 0.13 F 0.223 | 0.880
30 to 40 years 39 | 013 | 0.13
41 to 50 years 32 | 0.15 | 0.16
Above 50 years 44 | 0.13 | 0.11
Total 157 | 0.14 | 0.13

Governorate North Gaza 23 | 012 | 0.14 F 0.791 | 0.533
Gaza 57 | 0.16 | 0.14
Middle zone 36 | 0.14 | 0.12
Khan Yunis 20 | 011 | 0.11
Rafah 21 | 0.12 | 0.13
Total 157 | 0.14 | 0.13

Education level < Secondary 28 | 0.14 | 0.14 F 0.256 | 0.774
Secondary 48 | 0.13 | 0.11
Postgraduate 79 | 0.14 | 0.14
Total 155 | 0.14 | 0.13

Marital status Not Married 37 | 010 | 0.12 t -1.888 | 0.061
Married 117 | 0.15 | 0.13

Refugee status Refugee 91 | 0.13 | 0.13 t -0.364 | 0.717
Non-refugee 66 | 0.14 | 0.14

Working status Working 59 | 0.13 | 0.13 F 0.051 | 0.950
Not Working 82 | 0.14 | 0.14
Retired 16 | 0.15 | 0.12
Total 157 | 0.14 | 0.13

Using ANOVA test, Khan Yunis is found to have the best satisfaction mean (0.11) and
Gaza has the worst satisfaction mean among governorates (0.16), the differences among
governorates were not statistically significant (P value= 0.553). Moreover, patients with
secondary level of education (12 years) seem to have better mean (0.13) than the means of
other educational groups (less than 12 years of education and more than 12 years of
education), these two groups have the mean satisfaction of 0.14, but negative association
were found between different levels of education and the overall satisfaction when the
ANOVA test was used (P value= 0.774).

An independent sample t-test was conducted to examine if there were statistically
significant differences between married and not-married participants in their overall
satisfaction. Despite that the not-married participants’ satisfaction score mean was better
(0.1) than that of the married participants (0.15), the test revealed that there were no
statistically significant differences between marital status groups in the overall satisfaction

(P value= 0.061). Similarly, by using the independent sample t-test, it is revealed that
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refugees have better satisfaction mean (0.13) than non-refugees (0.14) with no statistically
significant differences between them in overall satisfaction (P value = 0.717).

Using the ANOVA test, it was found that working patients have better satisfaction mean
(0.13) among the working status groups and retired persons have the worst satisfaction
mean (0.15), results of the ANOVA test do not denote statistically significant variances
between working status groups and overall satisfaction (P value= 0.95). In contrast, Soares
et al. (2015) found statistically significant differences between different employment status
groups using ANOVA test (P value= 0.027), unemployed IBD patients showed higher
overall satisfaction mean than the other groups and employed IBD patients showed the

lowest overall satisfaction mean.

4.2 .4 Patient Satisfaction and medical variables

Table 4.26 demonstrates that the one way ANOVA test results revealed that UC patients
with 4-5 years of diagnosis have better satisfaction mean (0.11) than other patients, while
patients with more than 10 years of disease have the worst satisfaction mean (0.17),
however, the variances in means regarding years of diagnosis and overall satisfaction were

not statistically significant (P value= 0.133).

Table (4.26) Differences in patient Satisfaction by medical variables

Independent variable Demographicdata | N Mean | SD Factor | Value Sig.
Years of disease from | 3 Years and less 40 | 0.14 | 0.10 F 1.891 | 0.133
diagnosis From 4 to 5 Years 32 | 0.11 | 0.14
From61to 10 Years | 41 | 0.12 | 0.12
More than 10 Years | 44 | 0.17 | 0.15
Total 157 | 0.14 | 0.13
Does not occur 13 | 0.14 | 0.10 F 1.200 | 0.313
after starting to

take medications

Frequency of

experiencing flare-ups >1 month 30 | 012 | 0.18
as reported by clients 1 to11 Months 55 | 0.16 | 0.15
12 Monthsand more | 41 | 0.20 | 0.15
Irregularly 18 | 0.17 | 0.15
Total 157 | 0.16 | 0.15

Up to one Month 74 | 0.15 | 0.17 F 1.042 | 0.355
From 2to 10 Months | 48 | 0.19 | 0.15
Above 10 Months 35 | 0.15 | 0.11

The last time to
experience attack
symptoms

Total 157 | 0.16 | 0.15
End of the last UC Yes 100 | 0.15 | 0.15 T -1.180 | 0.240
attack symptom No 57 | 0.18 | 0.16
Suffering from other Yes 55 | 0.17 | 0.18 T 0.375 | 0.708
chronic disease/s No 102 | 0.16 | 0.14
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Also, the one way ANOVA test was conducted to explore if there were statistically
significant differences between participants according to the frequency of experiencing
flare-ups in relation to their satisfaction, results demonstrate no statistically significant
differences (P value= 0.313).

One way ANOVA was conducted to explore if there were differences between participants
in satisfaction regarding the last time to experience attack symptoms. Results demonstrate
that patients who had experienced their last flare-ups from 2 to 10 months ago have the
worst satisfaction among other groups (mean=0.19), but the ANOVA test revealed that
differences are not statistically significant between participants regarding their last time to
experience attack symptoms in relation to their overall satisfaction (P value= 0.355). This
IS not consistent with Soares et al. (2015) findings as they used ANOVA test and Tukey’s
HSD post-hoc test as they found differences in the overall satisfaction between patients
with different times of experiencing the last flare-up; they found that there were
statistically significant differences (P value= 0.015) between patients who experienced
relapses during the last 3 months and those who didn’t experience them within the last year
as patients who experienced their last attack during the last 3 months had lower overall
satisfaction (71.6) than those who had no relapses in the last year (79.6). Also they found
statistically significant differences (P value= 0.047) between patients who experienced
relapses during the last 3 months (had lower overall satisfaction) and those who
experienced relapses within the period of 4 to 12 months ago (71.6 and 76.2 respectively).

Results in table 4.26 demonstrates that by conducting independent sample t-test, it was
found that participants who had ended their last flare-up symptoms, have better satisfaction
mean (0.15) than those who were still in attack (0.18). At the same time, there were no
statistically significant differences between these two groups in satisfaction (P value=
0.24). This is not consistent with Coenen et al. (2020) findings as they used a patient
satisfaction questionnaire and they found that in multivariate analysis results, being in
remission was significantly associated with improved satisfaction from provided quality of
care (P value= 0.001).

The independent sample t-test was conducted also to demonstrate if there were differences
between UC patients with another chronic disease and those who have no other
concomitant chronic disease regarding satisfaction, participants with no other concomitant
chronic disease showed better satisfaction mean (0.16) than those with other chronic
disease (0.17), results shows no statistically significant differences (P value = 0.708).
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4.2.5 Health-related quality of life and demographic data

To explore if there were differences between males and females participants in HRQoL,
the independent t-test was applied, results illustrate that despite males have higher overall
HRQoL mean (4.56) than females (4.33), there were no statistically significant differences
between them in regard to HRQoL (P value= 0.319). This is consistent with Yarlas et al.
findings in 2021.

Moreover, by conducting the ANOVA test, it is found that UC patients with the age above
50 years have the highest HRQoL mean (4.89) among other age groups and it was found
that the youngest UC of the age less than 30 years have the lowest HRQoL mean (4.2), but
there were no statistically significant differences between the different age groups in
HRQoL (P value = 0.104). This result is consistent with Yarlas et al. findings (2021) as
there were no statistically significant differences between different ages in HRQoL.

Table (4.27) Differences in health-related quality of life by demographic data

Independent variable | Demographicdata | N | Mean| SD |Factor| Value | Sig.
Gender Male 91 | 456 | 147 t 0.999 | 0.319
Female 66 |4.33 |1.36
Age group Less than 30 years 42 | 420 |1.34 F 2.087 | 0.104
30 to 40 years 39 (444 | 149
41 to 50 years 32 | 424 |1.17
Above 50 years 44 | 489 | 155
Total 157 | 4.46 | 143
Governorate North Gaza 23 | 425 |1.18 F 0.287 | 0.886
Gaza 57 | 459 |1.49
Middle zone 36 [4.36 |1.61
Khan Yunis 20 (448 | 1.39
Rafah 21 (450 | 128
Total 157 | 4.46 | 143
Educational level < Secondary 28 |4.02 |141 F 3.256 | 0.041
Secondary 48 | 4.25 | 1.59
Postgraduate 79 | 472 |1.28
Total 155 | 4.45 | 142
Marital status Not Married 37 | 456 |1.40 t 0.450 | 0.654
Married 117 | 4.44 | 1.42
Refugee status Refugee 91 | 455 |1.42 t 0.954 | 0.342
Non-refugee 66 |4.33 | 1.44
Working status Working 59 | 464 |1.28 F 9.129 | 0.000
Not Working 82 410 |1.44
Retired 16 |561 |1.17
Total 157 | 4.46 | 1.43
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Regarding governorates, the ANOVA test also was used to test if there were differences
among UC patients from different governorates regarding HRQoL, findings pointed out
that participants from Gaza have the highest HRQoL mean (4.59), while participants from
North Gaza have the lowest HRQoL mean (4.25), but the ANOVA test revealed also that
there were no statistically significant differences between different governorates regarding
HRQoL (P value = 0.886).

The ANOVA test was used to check if there were differences in HRQoL among different
educational groups, results in table 4.27 demonstrate that the higher the education level, the
greater the HRQoL mean, differences were statistically significant among educational
levels in relation to HRQoL (P value = 0.041). Post hoc test revealed that the differences
between the pair postgraduates and those with less than secondary education level were
statistically significant in HRQoL (P value =0.024). It is consistent with Tormey et al.
findings in 2019, as they found using univariate analysis that educational level is
associated with better HRQoL that was measured using SIBDQ); they found that high

educational levels is associated with better outcomes than lower levels of education.

Independent sample t-test was used to examine if there were differences between married
and not married groups in the overall HRQoL, results show that not married participants
have higher HRQoL mean (4.56) than married ones (4.44), but differences were not

statistically significant (P value = 0.654).

Also, the independent sample t-test results was conducted to test if there were differences
between refugees and non-refugees regarding HRQoL, t-test results showed that refugees
have higher HRQoL mean (4.55) than non-refugees (4.33) with no statistically significant
differences among them in the overall HRQoL (P value = 0.342).

Table 4.27 demonstrates that by conducting the one way ANOVA, results revealed that
retired participants have the highest HRQoL mean (5.61) among working status groups,
while non-working participants have the lowest HRQoL mean (4.1). ANOVA test results
demonstrate a strong statistically significant differences between working status and the
overall HRQoL (F= 9.1729, P value = 0.000). Post hoc test revealed the existence of
statistically significant differences between all working status groups as retired participants
have statistically significant differences in HRQoL with working group in HRQoL (P value

= 0.12) as well as with non-working group (p value = 0.000).
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4.2.6 Health-related quality of life and medical variables

To examine differences in relation to years of disease from diagnosis, the ANOVA test
was conducted and its results revealed that participants with more than 10 years of
diagnosis have a higher HRQoL mean (4.68), while those who have been with UC from
about 6 to 10 years have the lowest HRQoL mean (4.13). However the ANOVA test
results revealed no statistically significant variances between the different groups of

disease years from diagnosis and the overall HRQoL (P value = 0.239).

Table (4.28) Differences in health-related quality of life by medical variables

Independent variable | Demographic data N | Mean | SD | Factor | Value | Sig.
Years of disease 3 Years and less 40 | 465 | 131 F 1.422 | 0.239
from diagnosis From 4 to 5 Years 32 | 433 | 157

From 6 to 10 Years 41 | 413 | 1.39

More than 10 Years 44 | 468 | 1.43

Total 157 | 4.46 | 1.43

Does not occur after F

starting to  take
Frequency of medications 13 5.74 | 1.00
experiencing flare- >1 Month 30 | 357 | 117 8.477 | 0.000
ups as reported by 1 to 11 Months 55 | 451 | 1.18
clients 12 Monthsand more | 41 | 4.88 | 1.53

Irregularly 18 | 3.92 | 1.49

Total 157 | 4.46 1.43

Up to one Month 74 | 3.86 | 1.29 F 18.241 | 0.000
The last time to From 2to 10 Months | 48 | 4.71 | 1.26
o ame atack " Above 10 Months | 35 | 5.40 | 133

Total 157 | 4.46 | 1.43
End of the last UC Yes 100 | 4.84 | 1.44 T 4.656 | 0.000
attack symptom No 57 | 380 | 1.13
Suffering from other | Yes 55 | 449 | 146 T 0.192 | 0.848
chronic disease/s No 102 | 4.44 | 1.41

Table 4.28 demonstrates that the one way ANOVA test results show that participants who
do not experience flare-up since starting to take medications have the highest mean (5.74)
and those who have a frequency of experiencing flare-ups of less than one month have the
lowest HRQoL mean (3.57). The ANOVA test displays a strong relation between
participants’ frequency of experiencing flare-ups and their overall HRQoL (P value =
0.000). By using Post hoc test, it is found that the difference between those who do not
experience flare-up since starting to take medications is statistically significant with all
other groups in regard to HRQoL with p values of (0.000, 0.003, 0.04, 0.000 respectively),
also participants who have recurrent flare-ups every 1 to 11 months have higher HRQoL
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than those who experience recurrent flare-ups within periods of less than 1 month (P value
= 0.002). According to Post hoc test, it is found also that participants who experience
recurrent flare-ups within periods of 12 months and more have higher HRQoL than both
those who experience flare-ups within periods of less than 1 month and those who

experience flare-ups irregularly (P value = 0.00 and 0.01 respectively).

The ANOVA test was conducted also to explore if there were differences between
participants with different times from experiencing their last flare-up attacks, it was found
that the longer the time from the last flare-up attack, the higher the HRQoL mean. A strong
relation is noticed between participants regarding the last time to experience flare-ups and
the overall HRQoL (P value = 0.000). Post hoc was conducted and its results revealed that
patients who have their last flare-up from more than 10 months have higher HRQoL than
those who experience their last flare-up from less than one month and those who have their
last flare-up from 2 to 10 months ago (P value = 0.000 and 0.017 respectively). It is found
also that patients who experienced their last flare-up from 2 to 10 months have higher
HRQoL than those who have their last flare-up from a period of less than one month (P
value = 0.000).

To explore the existence of differences between participants who had ended their last flare-
ups and those who were still on flare-ups, the independent sample t-test was conducted and
its results revealed that those who had ended their flare-up have a higher HRQoL mean
(4.84) than those who were still on flare-up (mean = 3.8) and it is found that there were

statistically significant differences between the two groups in HRQoL (P value = 0.000).

The independent sample t-test was conducted to explore the existence of differences
between participants in relation to suffering from other chronic disease/s and the overall
HRQoL, its results show that although UC patients without other chronic disease have
higher mean (4.49) than those having another chronic disease (mean = 4.44), there were no
statistically significant differences between participants with other chronic disease/s and
those with UC only in the overall HRQoL (P value = 0.848).
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Chapter Five

Conclusion and recommendations

5.1 Conclusion

This study was carried out to evaluate UC management in the GS. The study is a census
study and it is a triangulated cross-sectional study, as it contains both quantitative and
qualitative parts. The Donabedian model with its three components (input, process and
output) was used in this study for the evaluation of health care services provided to UC
patients. For the quantitative part, a questionnaire was used to identify participants’
perspectives about the provided services regarding UC to specify areas of gaps. The
questionnaire results also was used to study the availability of correlations between some
variables and participants’ demographic and medical information. The second quantitative
tool that was used is a checklist for patients’ records in PHC centers to check their
completeness. For the qualitative part, in-depth interviews were conducted for more
probing about some issues, part of these interviews were conducted with Kls from the
working staff and the other part of interviews was conducted with patients to focus more

on their suffering from both the disease and missed health care services.

The study results indicated that most of the study participants get one or more services
regarding UC from governmental PHC centers, followed by those who have UC related
health care services from governmental hospitals and then those who get UC related health
care services from NGOs facilities. It is found that most of respondents do not know if
there is a psychosocial specialist in governmental facilities where they get their health care

services regarding UC.

Results reflect that about two-fifths of participants find their medications all the time, the
same portion of participants find their medications sometimes and the last fifth of
respondents answered that they either find some of their medications or that they do not
find their medications. The unavailability of medications is found to be the most frequent
cause of return without having the needed health care service. More than half of the study
participants answered that colonoscopy was sometimes available or always unavailable in
governmental hospitals when it was indicated for them. A bit more than half of the study
participants who had tried colonoscopy in both governmental and NGO hospitals answered

that it was more comfortable in the NGO hospital than governmental one, followed by
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those answered that there was no difference and a small portion of them said that
colonoscopy was more comfortable in the governmental hospital. Nearly one third of the
study participants agreed that they find their needed lab tests all the time, while the rest
answered that they find them available sometimes, some of the lab tests are available or

they were always unavailable.

The mean of waiting time in the outpatient GIT clinic is found very long by most of UC
patients, while it is found suitable in PHC centers. The contact time of patients with the
physician in the outpatient GIT clinic is perceived to be longer than that with physicians in
PHC centers. About half of participants receive health education about UC in the
governmental health care facilities and nearly half of them found it beneficial to large

extent. For user-provider interaction domain, the average mean is found high.

The total satisfaction of patient from the provided services is found to be high. The best
domain in satisfaction scale was found for competence, while the worst is found for
accessibility domain. The total HRQoL for the participants is found to be relatively high.
The study findings elicited that COVID-19 has not affected the provided services for UC
patients to large extent. Using a record checklist for reviewing UC patients’ files in the

PHC centers, it is found that the overall documentation average is very low.

Inferential statistics results revealed that there were statistically significant differences in
user-provider interaction between males and females as females showed better user-
provider interaction than males. Also, there were statistically significant differences in user
provider-interaction between governorates as patients from Rafah scored the highest user-
provider interaction mean. The study results showed that there were statistically significant
differences in HRQoL between different educational levels, as the higher the educational
level, the higher the HRQoL. Retired patients also was found to have the highest HRQoL
mean, then working people, while patients who were not working have the worst HRQoL.
Patients who do not experience flare-ups since starting to take their medications have the
highest HRQoL mean, while those who experience flare-ups in a frequency of less than a
month or irregularly have lower mean than others. Patients who had their last attack for
longer periods of time elicited better HRQoL as well as those who were in remission state.
The study revealed that there were no statistically significant differences between patients’
satisfaction neither with the studied demographic nor medical data.
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Qualitative results were consistent with quantitative findings in general. Interviewed UC
patients talked in-depth about the provided services and about their suffering, while Kls

talked about the provided health care services to UC patients from their point of view.

5.2 Recommendations

e It is important to direct more attention to psychosocial support for UC patients and to
provide sufficient number of psychosocial specialists and to provide specialized units
inside hospitals and PHC centers for psychological support.

e Securing the needed medications is a must, it is ought to provide UC medications in
adequate amounts according to the need of each facility and to include the unavailable
ones in the PEDL in order to be able to provide these types for UC patients.

e Itis recommended to supply internal medicine departments and outpatient clinics with
sufficient numbers of GIT specialists and to provide PHC centers of marginalized
areas and high population areas with GIT specialty, this will help in reducing waiting
time in outpatient clinics as well as decreasing overload on the gastroenterologists,
what will increase contact time, this will have positive effects on the provided services
and will improve patients’ health outcomes.

e Itis needed to provide sufficient numbers of colonoscopy units to address the deficit in
this field and cover the increasing needs and it is needed to work for providing more
advanced ones.

e Itis recommended to maintain the existing laboratory services and to introduce further
improvement for it by providing the unavailable ones that are needed for UC patients
with taking in consideration their fair distribution. The unavailable and lab tests for
UC patients in governmental facilities include Vit Bi, and Vit Ds, serum iron, total
binding capacity, ferritin level and fecal calprotectin analyses.

e The unavailability of protocols and guidelines represents a huge gap for suitable and
standardized service provision regarding UC, so suitable guidelines/protocols for the
Palestinian context should be put to meet staff’s and patient’s needs.

e Health education and nutritional counseling improve case stability and participate in
attaining good health outcomes, so it is important to direct more focus on it and to
perform on-job training for the health care staff about its importance and how to
perform it. Health education can be enhanced also through the preparation of booklets,
brochures and postures that provide a reliable non-expensive sources of information
for patients about UC, how to deal with it, what to eat and what to avoid.
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It is ought to direct more attention to documentation practices by enhancing
motivation and commitment of the health care staff and performing training courses
and workshops for them to illustrate its importance as well as enhancing the
transformation of patients records in all health care facilities to EMR and developing
systems to obtain an efficient HIS.

The study revealed that there is good user-provider interaction, so, attention should be
paid on maintaining it, policies and actions can be applied for further improvement
especially in the part of dispensing medication by pharmacists, as the item of
informing the person with UC about how to take medication/s every visit showed the
lowest mean among user-provider interaction items, so pharmacists should be more
patient and tell patients how to take medications every visit as it is an important step to
enhance patients’ adherence to medications as indicated by the physician.

According to study findings, it is important to improve contact with patients in several
dimensions; improving means of contact between patients and their health care
providers especially with doctors, improving contact between patients and doctors by
increasing contact time, making sure that the patient understand what is said, patients’
engagement in decision making regarding their preferences in their case management
and expressing understanding to their suffering and to the UC influence on their life.
Cooperation between the health care staff in the same health facility or between the
same level like primary health care (horizontal coordination) is found to be good
according to the qualitative data, so, it is important to maintain it and to apply efforts
for more cooperation in this regard, while it is found that coordination -including
communication and contact- and cooperation between different health care providers
(vertical coordination) is needed to be improved, especially between primary and
secondary/tertiary health care facilities what will boost the provided health care
services and participate in improving health outcomes of UC patients.

Satisfaction of patient is found to be good, so to maintain and improve it by improving
its leading causes. It is noticed that accessibility domain has the worst mean among
satisfaction domains, so, it is important to improve its components including waiting
time, ease of telephone contact with doctors and the availability of competent
substituents in case of doctor’s absence and providing subsidized transportation or free
transportation means for patients residing in far areas or those in need to financial aid.
HRQoL for the study participants is found accepted, but it is worth to say that there
are some groups of patients who need more focus and support to help them having
better HRQoL like persons with lower educational level than 12 years, as they were
found to have the lowest HRQoL among educational levels as well as those who are
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not working, those who have recurrent flare-ups within periods of less than one month,
those who are on a flare-up or suffered from a flare-up within the last month, so more
focus should be paid on taking steps to prevent or delay flare-ups.

e Paying more attention on preventing flare-ups occurrence as it has clear negative
effects on HRQoL of patients and bowel dimension showed the lowest mean among
SIBDQ dimensions. Flare-up prevention can be achieved by health education about
things that enhance its occurrence to prevent it and supplying patients with the way of
dealing with it in the case of its occurrence.

e Support launching of a platform for people with IBD to advocate their rights and needs
and provide support to meet their physical and psychological needs.

e The Palestinian health care system needs to incorporate essential services related to
IBD within the package of health services.

5.3 Recommendations for further research

e Studying the prevalence of UC s in Palestine generally and in the GS specifically.

¢ Conducting studies to determine disease severity and extent in the diagnosed patients
and then studying their effect on other variables like satisfaction and HRQoL.

e Conducting studies for the evaluation of the provided services for the other part of

IBD, which is crohn’s disease.
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Annexes

Annex (1) Study activities time table
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Proposal writing 1 month
Proposal discussion
1 month
and approval
Development of
) 1 month
instruments
Tool validation by
. 1 month
experts and updating
Pilot study and
. 1 month
updating tool
Data collection 6 months
Data entry 6 months
Data Analysis 6 months
Research writing 2 months
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Annex (2) Estimated budget

Items Unit Cost in USD
MP3 recorder 120
Transportation 700
Stationary and printing Package 300

SIM card and balance 200

Data entry and analysis Package 500

Copy of final report 15 copy*15% 225

Total 2045
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Annex (5) Administrative approval from HR department in the MoH
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Annex (7) UC patients questionnaire- English

Evaluation of Ulcerative Colitis Management in the Gaza Strip

Consent form-Explanation letter

Dear participant,

I am Hanaa Azmi Makki and | am conducting a study as a part of master degree requirements
in public health at Al-Quds University.

This study is concerned with the evaluation of services provided to you from the governmental
hospital/PHC center concerning your ulcerative colitis.

This study requires your participation in filling questions. Your participation in the study will
have no negative implications on you or your family.

You are invited to participate in this study as well as all registered users of health care services
provided regarding UC through governmental hospital and PHC centers and few people will be
invited to participate in interviews later.

Findings will not refer to your name and confidentiality will be provided and maintained.

The study is self-funded and completely independent and all findings will be used for research
purposes only with no connections with official bodies.

Your participation is highly appreciated and it is optional.

If you need me to read the question again or it was not clear, please do not hesitate to ask for
repetition or further clarification.

If you are not sure about which answer to select, you can choose the best one describing your
feeling, mostly the first one that comes to your mind. Keep in mind that there is no wrong and
right answers.

You may feel that some questions are repeated, please answer them all

Thanks for your participation
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Date .oooviiiiiiiiiiiiiiiiiiiiniinnns DAy coiiiiiiiiiiiiiiiiiiiiinnnnn.

Participant serial number ............ccu.et Filled by 1. Patient 2. Patient’s caregiver

PHC center/ hospital serial number .....................

Part |

Section 1: Socio-demographic and economic characteristics

1.1. Ageinyears ..................

1.2. Gender 1. Male 2. Female

1.3. Governorate

1. North Gaza 2. Gaza 3. Middle Zone 4. Khan Yuins 5. Rafah
1.4. Marital status

1. Single 2. Married 3. Widow 4. Separated 5. Divorced
1.5. Years of education .....................

1.6. Refugee status 1. Refugee 2. Non-refugee

3. Others, specify please......c.oevriiiiiiiiniiiainaiiannns,

1.7. Occupational Status 1. Working 2. Not working 3. Retired

If working or retired, specify the jobplease .............cccoviiiiiiiiiiiiiiiin..

Section 2: Medical information

2.1. Years of disease from diagnosis .............coevvivrennennennannn,

2.2. How often do you experience attacks (active disease)?

1. Daily 2. Weekly 3. Monthly 4. Every few months 5. Yearly
6. Others, specify Please .......c.oviiiieiriiiiiiiiiii i,

2.3. When was the last time you experienced these symptoms? Before ............... Month/s
2.4. Do the last attack is finished? 1. Yes 2. No

2.5. What were these symptoms? (Could be more than one answer)
1. Abdominal pain or cramps 2. Diarrhea or increased need to go to the toilet more than usual

3. Mucous or pus in stool 4. Blood in stool
5. Others, specify Please ......ocovueiuiitiiiiiiiiiaiaeaananes
2.6. Have you undergone a surgery in your colon due to UC 1. Yes 2. No

If yes, please specify how many times ...............
Specify the surgery type please ........ooeriviiiieeireirairararannannnnn

2.7. Do you suffer from any extra-intestinal manifestation?
1. Yes 2. No. Go to question 2.9 3. I don’t know

2.8. If you suffer from any extra-intestinal manifestation, please specify which of the followings
(Could be more than one answer)

1. Dermatological manifestations 2. Ocular manifestations 3. Fever 4. Weight loss
5. Respiratory manifestations 6. Joint manifestations 7. Hematological effects

8. Effects on liver 9. Others, specify Please ......c.ovvivriiriiriiieiiiareieanannan,
2.9. Do you suffer from other chronic diseases? 1. Yes No. Go to question 3.1
2.10. If yes, which diseases do you have (Could be more than one answer)

1. High blood pressure 2. Heart disease 3. Diabetes 4. Kidney disease
5.Respiratory disease 6. Others, SPECITY PIEASE ...vuvitit it ieet ettt ee e aaaieaaas
Part 11: Input

Section 3

3.1. What are the medications you are taking? (Could be more than one answer)

1. Oral 5-ASA 2. Topical 5-ASA 3. Systemic corticosteroid

4. Topical corticosteroid 5. Immunosuppressor 6. Biological agents

7.1don’t know 8. Others, SPecify Please .. ..ouiirit it areeeeeiaaeees
3.2. Do you take your medication/s regularly in time as prescribed by the physician?

1. Yes, all the time 2. Sometimes 3. No

3.3. Who had prescribed your medication/s for the first time?

1. A physician in MOH 2. A physician in UNRWA

3. A physician in a private clinic 4. NGO’s physician

5. Others, specify please .........ooviviiiiiiiiiiiiii i




3.4. For patients with stoma only: Is there a stoma therapist in the health care facility where
you get your UC health care services?
1. Yes 2. No 3. I don’t know

3.5. In the governmental health care facility where you get your health care services, is there a
psychosocial specialist?
1. Yes 2. No. Go to question 3.7 3.1 don’t know

3.6. If yes, did you visit him/her before? 1. Yes 2. No

3.7. From where do you get health care services regarding your UC? (Could be more than one
answer)

1. Governmental hospital 2. Governmental PHC center 3. UNRWA clinic
4. Private clinic 5. NGO facility 6. Public pharmacy
7. Private lab 8. Others, specify please .......c.oovviiiuiiiiiiiiiiiiiiiiiiaianaas

3.8. In case of getting service from a governmental hospital, what services do you receive
from the it? (Could be more than one answer)

1. Colonoscopy 2. Laboratory tests 3. Follow-up

4. Medication dispensing 5. Health education about UC 6. Nutritional counseling

7. Surgery 8. Psychological support 9. Others, specify please ..........c.coceeviiiiininiinnnan....

3.9. In case of getting service from a governmental PHC center, what services do you
receive from the it? (Could be more than one answer)

1. Colonoscopy 2. Laboratory tests 3. Follow-up

4. Medication dispensing 5. Health education about UC 6. Nutritional counseling
7. Surgery 8. Psychological support 9. Others, specify please ..........coeeviviirinennn.n..
3.10. When was the last time to receive services? Before ............ Month/s

3.11. From where do you get your medication/s? (Could be more than one answer)

1. Governmental hospital 2. Governmental PHC center 3. UNRWA clinic
4. Private clinic 5. NGO facility 6. Public pharmacy

7. Others, specify please .........ccoceeviiiiiirninnann....

3.12. If you take your medication/s from a governmental PHC center or hospital, do you find
it/them available every time?
1. Yes, all thetime 2. Sometimes 3. Some of them are available where othersare not 4. No

3.13. How many times have you performed colonoscopy? ......... 1.1-2 2.3-5 3.>5

3.14. Where did you perform the colonoscopy?
1. In a governmental hospital. Go to question 3.17 2. In a private or an NGO facility
3. Sometimes in a governmental hospital and sometimes in a private or an NGO facility

3.15. If you had performed colonoscopy out of the governmental PHC center or hospital, what was
the cause? (Could be more than one answer)

1. Long waiting list 2. The physician referred me to it 3. It was not always available
4. The governmental facility lacks confidentiality 5. Results are more accurate
6. Others, SPECITY PIEASE .. .v ittt ittt ettt ee e eeanaanas

3.16. If you had performed colonoscopy in both a governmental facility and a private one, which
of them which was more comfortable?

1. Governmental hospital 2. Private or NGO facility 3. There is no difference

If the private facility colonoscopy was more comfortable, specify why please .....................

3.17. When a colonoscopy is indicated, do you find it available all times in the governmental

facilities? 1. Yes, all the time 2. Sometimes 3. No

3.18. In case of performing colonoscopy in the governmental hospital, have you received a
feedback about its result? 1. Yes, all the time 2. Sometimes 3. No
3.19. If your UC state was worsened or passed through complications, did this affect your UC
management plan? 1. Yes, all the time 2. Sometimes 3. No 4. 1don’t know
3.20. Have you done any laboratory tests last year? 1. Yes 2. No

If yes, when was it? Before ............... Month/s

3.21. Where do you perform laboratory tests? (Could be more than one answer)

1. Governmental hospital 2. Governmental PHC center 3. UNRWA clinic

4. Private lab 5. NGO facility 6. Others, specify please .........cccoevviviiiiiiiiiiiinninnnis
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3.22. When laboratory tests are indicated for you, do you find it available in governmental
facilities?
1. Yes, all the time 2. Sometimes 3. Some of them are available while others are not 4. No

3.23. In case of performing laboratory tests in the governmental hospital or PHC center,
did you receive a feedback about their results? 1. Yes, all the time 2. Sometimes 3. No

3.24. If there were laboratory test results higher or lower than normal, did this affect your UC

management plan? 1. Yes, all the time 2. Sometimes 3. No 4. 1don’t know
Part Il1: Process

Section 4

4.1. Do you find it easy to reach the governmental health care facilities?

1. Yes. Go to question 4.3 2. To some extent 3. No

4.2. If the answer is not yes, what is the cause? (Could be more than one answer)
1. 1 come by public transportation and it is cost money
2. | come on foot and it takes a long time 3. Others, specify please ..................coeveninnnn.

4.3. When an urgent issue happens with you regarding UC, can you easily contact with your

physician in the health care facility? 1. Yes 2. To some extent 3. No
4.4. If you had performed colonoscopy in the governmental hospital, was there a long waiting
list before your turn? 1. Yes 2. To some extent 3. No

4.5. Your main source/s of information about UC is/are from: (Could be more than one
answer)

1. Internist 2. Physician in PHC center 3. Physician in UNRWA 4. Internet

5. Friend 6. Family 7. Others, specify please ..............cccceenen....

4.6. From where do you receive follow-up? (Could be more than one answer)
1. Governmental hospital 2. Governmental PHC center 3. UNRWA clinic 4. Private clinic
5. NGO facility 6. Public pharmacy 7. Others, specify please ........cccoceviiiiiiiiiinn....

4.7. In case of governmental hospital visit for a follow-up, do you wait for a long time to see

the doctor? 1. Yes 2. To some extent 3. No

4.8. Average waiting time in the outpatient clinic in the governmental hospital .......... .minutes
1.<30 2. 30-60 3.>60

4.9. Average contact time with the physician in the governmental hospital............. .minutes
1.0-5 2.6-15 3.>15

4.10. In case of PHC center visit for a follow-up, do you wait for a long time to see the
doctor? 1. Yes 2. To some extent 3. No

4.11. Average waiting time for the physician in the governmental PHC center........ .minutes

1. <30 2. 30-60 3.>60

4.12. Average contact time with the physician in the governmental PHC center ....... minutes

1.0-5 2.6-15  3.>15

4.13. If you had performed lab tests in the governmental hospital/PHC center, did you wait for a

long time to get the service? 1. Yes 2. To some extent 3. No
4.14. If you come to the governmental hospital/PHC center to dispense your medications, do
you wait for a long time to get the service? 1. Yes 2. To some extent 3. No
4.15. In the health care facility, do you find it easy to reach places that you want?

1. Yes 2. To some extent 3. No

4.16. If the answer is not yes, what do you think the reason?

1. There is no clear and illustrative pathway 2. There is no clear sign or label to clarify right places
3. The needed places are far from each other

4. The health provider does not say to me where to go later on

4.17. Do you conduct follow-up visits regularly? 1. Yes. Go to question 4.16 2. No
4.18. If the answer is no, why? (Could be more than one answer)

1. I cannot afford transportation cost 2. My movement is uneasy

3. 1 do not have time-work issues-leave 4.1 am not welcomed by staff

5. 1 do not trust my provider 6. | need someone to come with me to the hospital/PHC center
7. Others, specify please.......oovveiiiiiiiiiiiiiiiiiiiiianiansas

4.19. Number of follow-up visits per year 1.0 2.1-2 3.23
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4.20. Do you think that your follow-up visits are adequate?
1. Yes 2. To some extent 3. No

4.21. If you did not go to follow-up anytime, did the provider contact you? 1. Yes 2. No

4.22 When you have an attack, you often
1. Call the gastroenterologist 2. Go to the hospital 3. Go to PHC center
4. Ask a friend, what to do 5. Search in the internet 6. Others, specify please...............

Section 5: Health education regarding UC

5.1. Have you received health education about UC in this PHC center/hospital before?
1. Yes 2. No. Go to question 5.4

5.2. If yes, when was it? (Could be more than one answer)
1. At the time of diagnosis of my UC only 2. Regularly, every follow-up visit
3. Irregularly, during the follow-up visits 4. Others, specify please ..............ccceevinnnnnn.

5.3. If yes, to what extent do you consider that the health education you had received was beneficial?
1. Not beneficial 2. Beneficial- to some extent 3. Beneficial to large extent

5.4. Have you received any educational materials about UC during your visits to governmental
health facilities in the last year? 1. Yes 2. No

5.5. In which areas regarding UC, do you feel that you need of health education? (Could be
more than one answer)

1. Signs and symptoms of the beginning of a flare-up 2. UC complications

3. Nutrition, what to eat and what not to eat 4. Follow up importance

5.How to take medication/s 6. Others, specify please .......ooevviriieiiiiiiiiiiaiananans

5.6. How would you rate your understanding of your disease?
1. Excellent 2. Good 3. Fair 4. Poor

Section 6: User-provider interaction

Note: In case you have been in touch with more than one medical specialist, think of the one
you have had the most contact with in the last year.

6.1. Who is the physician that have you had the most contact with in the last year?

1. A physician in a governmental hospital 2. A physician in a governmental PHC center

3. A physician in a private clinic 4. A physician in an NGO facility
5. Others, SPeCIfy PleaSE ... utt ittt ittt
Strongly Disagree Neutral Agree Strongly
disagree 2 3 4 agree
1 5

6.2. Did the doctor listen to you carefully during the consultation?

6.3. Did the doctor allow you to talk without interrupting you?

6.4. Did the doctor encourage you to express yourself / talk?

6.5. Did you feel that the doctor examine you thoroughly?

6.6. Do you feel that the doctor understand you?

6.7. Was it easy to understand what the doctor said?

6.8. Do you feel you were given all the necessary information?

6.9. Did the doctor explain the advantages and disadvantages of the treatment or care
strategy?

6.10. In your opinion, did the doctor have a reassuring attitude and way of talking?

6.11. Do the physician deals with you respectfully?

6.12. Did the doctor makes sure that you understood his explanations and
instructions?

6.13. Did the doctor reply to all your expectations and concerns?

6.14. Do the nurse deals with you respectfully?

6.15. Do the lab technician deals with you respectfully?

6.16. Do the pharmacist deals with you respectfully?

6.17. Do the pharmacist informs you how to take your medications every visit?

6.18. If you want to ask the pharmacist anything about your medication, do you find it
easy?
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Part IV: Output/outcome

Section 7

Strongly disagree Disagree Neutral Agree Strongly agree
1 2 3 4 5

7.1. After receiving health care services, to what extent do you realize an
improvement in your health status?

7.2. After receiving health care services, to what extent do you realize
restoration of your eating habits?

7.3. After receiving health care services, to what extent do you realize
restoration of bowel habits?

7.4. After receiving health care services, to what extent do you consider that
you have returned to your normal daily activities?

7.5. After receiving health care services, to what extent have you returned to
work normally?

7.6. In the past year, have you been returned home without receiving the services you came to
receive? 1. Yes 2. No

If yes, how many times were you returned? ............................

If yes, indicate Why please ..........ccooviiiiiiiiiiiiiii e

7.7. What is/are the main annoying thing/s that you face while receiving services related to UC?

1. Unavailability of some medicines 2. Crowdedness 3. Long waiting time
4. Poor staff communication 5. Infrequent colonoscopies 6. Lack of specialized services
7. Unavailability of some laboratory tests 8. Short contact time with the provider

9. Mitigation measures against COVID-19 are not enough in the health care facility
10. Infrequent appointments ~ 11. Others, specify please ............cocvveriiiriiiiiiiiniiienennn.

7.8. Is there any service that you need it and not available? 1. Yes 2. No
If yes, specify please ..........cooeviiiiiiiiiiiiiiene,

Section 8: Patient’s satisfaction/perspectives about the quality of care using (QUOTE-IBD)

8.1. Have you been in touch with one or more medical specialists during the past year (52
weeks) because of IBD? (This means any kind of contact, including telephone calls)

1. No. Go to question 8.24

2. Yes. In case you have been in touch with more than one medical specialist, think of the
one you have had the most contact with.

The GP/specialist | have seen during No Not really| On the whole, yes| Yes
the past year, with whom | have had 1 2 3 4
the most contact .....

8.2. has a good understanding of my problems

8.3. allows me to have an input into the decisions regarding the treatment or help |
receive

8.4. always takes me seriously

8.5. always keeps appointments punctually

8.6. does not keep me in the waiting room for more than 15 minutes

8.7. informs me, in understandable language, about the medicines that are prescribed
for me

8.8. prescribes medicines which are fully covered by the National Health System or
social services

8.9. is always easy to reach by telephone

8.10. Makes sure that | can see a specialist within 2 weeks after being referred to him/her

8.11. always communicates with other health and social care providers about the
services | require
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The GP/specialist | have seen during the past No Not On the Yes

year, with whom I have had the most contact 1 really whole, yes 4

2 3

8.12. has a waiting area and consulting room which are clean and orderly

8.13. approach my physical complaints, due to IBD, also from a psychological point

of view

8.14. informs me clearly about the examinations | am subjected to

8.15. is the GP/specialist | usually see

The GP/specialist I have seen during the past No Not On the Yes

year, with whom | have had the most contact 1 really whole, yes 4

2 3

8.16. informs me clearly about other possible physical problems due to IBD, e.g. joint

pain

8.17. has a waiting area and consulting room with good toilet facilities

8.18. Makes sure an adequately competent substitute is available if he/she is absent

8.19. informs me adequately about nutrition and 1BD

8.20. lets me consult him/her regularly

8.21. is promptly available in case of acute problems (or an adequately competent

substitute is available)

8.22. pays attention to the influence of my IBD on my family life and/or work

situation

8.23. gives me confidence in him/her

We would like your opinion on the following specific statements:

In your experience ..... No Not really| On the whole, yes| Yes
1 2 3 4

8.24. medicines which are fully covered by the National Health System or social

services are prescribed to me

8.25. the outpatient clinic is easy to reach by telephone

8.26. waiting areas and consulting rooms in the hospital are clean and orderly

8.27. nurses at the endoscopy department have specific expertise in IBD

8.28. the hospital has good toilet facilities

8.29. the hospital provides adequate information about nutrition

Section 9: Quality of life using SIBDQ

This questionnaire is designed to find out how you have been feeling during the last 2 weeks.
You will be asked about symptoms you are having as a result of your inflammatory bowel

disease, the way you have been feeling in general, and how your mood has been.

All of the | Most of | A good bitof | Some of the | A little of | Hardly any
time the time the time time the time | of the time
1 2 3 4 5 6

None of
the time
7

9.1. How often has the feeling of fatigue or of being tired and worn out been a
problem for you during the last 2 weeks? Please indicate how often the feeling of
fatigue or tiredness has been a problem for you during the last 2 weeks by picking
one option from

9.2. How often during the last 2 weeks have you had to delay or cancel a social
engagement because of your bowel problem? Please choose an option from

9.3. How often during the last 2 weeks have you been troubled by pain in the
abdomen? Please choose an option from

9.4. How often during the last 2 weeks have you felt depressed or discouraged?
Please choose an option from

9.5. How much of the time during the last 2 weeks have you been troubled by a
feeling of having to go to the toilet even though your bowels were empty? Please
choose an option from

9.6. How much of the time during the last 2 weeks have you felt angry as a result
of your bowel problem? Please choose an option from
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9.7. How much difficulty have you had, as a result of your bowel problems, doing leisure or
sports activities you would have liked to have done over the last 2 weeks? Please choose an
option from

1. A great deal of difficulty, activities made impossible 2. A lot of difficulty

3. A fair bit of difficulty 4. Some difficulty 5. A little difficulty 6. Hardly any

difficulty
7. No difficulty; the bowel problems did not limit sports or leisure activities
A major Abig | Asignificant Some Alittle | Hardly any No
problem | problem problem trouble trouble trouble trouble
1 2 3 4 5 6 7

9.8. Overall, in the last 2 weeks, how much of a problem have you had passing
large amounts of gas? Please choose an option from

9.9. Overall, in the last 2 weeks, how much of a problem have you had maintaining
or getting to the weight you would like to be? Please choose an option from

9.10. How often during the last 2 weeks have you felt relaxed and free of tension? Please choose
an option from

1. None of the time 2. A little of the time 3. Some of the time 4. A good bit of the
time 5. Most of the time 6. Almost all of the time 7. All of the time

Section 10: The effect of COVID-19 pandemic on health care services regarding UC

10.1. Has your case been aggravated after the start of COVID-19 pandemic in the Gaza Strip?

1. Yes 2. To some extent 3. No 4.1 don’t know
Highly Moderately Slightly Does not
affected affected affected affected at all
1 2 3 4

10.2. To what extent do you consider that COVID-19 affect the provision
of health care services regarding your UC?

10.3. To what extent do you consider that COVID-19 affect the presence
of health care staff when you are in need to them?

10.4. To what extent do you consider that the dispensing your UC
medication/s is affected by COVID-19 pandemic?

11.5. To what extent do you consider that COVID-19 affect your follow-up
regarding UC?

10.6. Have you needed laboratory testing and cannot perform it in the MoH facilities due to

COVID-19? 1. Yes 2. No 3. | have not need it in this period
10.7. Have you needed an colonoscopy and cannot perform it in the MoH facilities due to
COVID-19? 1. Yes 2. No 3. | have not need it in this period
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Annex (8) UC patients questionnaire- Arabic

Evaluation of Ulcerative Colitis Management in the Gaza Strip
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Annex (9) Record Checklist

Patient’s serial number ..................... Clinic’s serial number ...............oo.....

ReVIEWET ..o, Date of review ......oooiiiiiiiiiiiii .,

Identification and biographical data

1. Each page inside the medical record contains the patient’s name or
ID number.

2. Opening date of the file is written.

3. Date of birth is written.

4. Gender is specified.

5. Address is written.

6. Telephone number or mobile number is filled.

7. Educational level is specified.

8. Occupation is specified.

9. Marital status is specified.

Diagnosis, history and treatment

Yes

No

N.A.

10. Diagnosis is clearly written.

11. Severity and extent of the disease is clearly documented.

12. Prescribed medications are clearly written with dosages.

13. Height, weight and BMI are documented.

14. Posture and gait of the UC patient is documented.

15. Attitude is documented.

16. Cardiovascular examination was performed as a base when the
file was opened.

17. Chest examination was performed as a base when the file was
opened.

18. Abdomen examination was performed as a base when the file was
opened.

19. Central nervous system (CNS) examination was performed as a
base when the file was opened.

20. Head eye ear nose throat examination was performed as a base
when the file was opened.

21. Skin and hair examination was performed as a base when the file
was opened.

22. Mental status exam was performed as a base when the file was
opened.

23. Physical & psychological examinations are updated annually.

24. Abdomen, eye, joint and skin examinations are performed when
there are new complaints.

25. Allergies and adverse reactions are prominently noted in the
record

26. Allergies, are updated annually

27. Medication/s side effects and symptoms are reviewed with the
patient or caregiver and documented.

28. Medication adherence review for compliance of maintenance
medications with the dates of initial and refill prescriptions.

29. Family history is documented including pertinent medical history
of parents and/or sibling(s).
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30. Medical-surgical history is documented including serious
accidents, injuries, operations, illnesses/diseases (acute or chronic),
and mental health/substance abuse issues and it is updated as
appropriate.

31. Smoking status is documented.

32. Patient’s counseling about high-risk behavior(s) including
nutrition is documented or the documentation of the patient’s referral
to appropriate specialists.

33. Specialist consultation -if needed- is documented.
Name/Specialty and recommendations are all written.

34. Laboratory tests are ordered as appropriate, especially ESR, liver
function test, kidney function tests, CRP, CBC, FBG, lipid profile,
iron, folic acid and B2 levels and results are documented.

35. Diagnostic Studies and results are documented as colonoscopy,
ultrasound, X-ray and CT scans.

36. Routine or follow-up visits description is documented including
presenting complaints, active (acute) medical or psychosocial

problems, or management of a chronic, serious or disabling condition.

37. Unresolved problems from previous office visits are determined
to be addressed in subsequent visits.

38. There is notation/s, for further calls or follow-up visits if needed.

39. Follow-up after an emergency department visit/s or
hospitalization/s is performed and the date/s for emergency
department and/or hospitalizations are listed.

General record items

Yes

No

N.A.

40. All entries in the medical record contain the author’s
identification (handwritten signature, stamp, a unique electronic
identifier, ........ etc.).

41. All entries in the medical record are dated.

42. The record is an Electronic Medical Record (EMR).

43. Handwriting inside the record is clear and readable.
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Annex (10) Key informants' interview

1.

Please tell me about your work, how it relates to UC? (Physician) (KI in pharmacy)
(Nurse)

How do you perceive the provided health care services to people with UC? What
are the good things and what are the existing gaps? To probe: Health care facilities,
are they suitable for service provision, human resources (specialized GIT or trained
physicians, nurses, ..... etc), their numbers and distribution in the Gaza Strip),
medications availability in types and quantities, equipment (colonoscopy devices)
and diagnostic tests: availability and adequacy in numbers and distribution over
governorates, health education and nutritional counseling (educational materials
and workshops), follow-up (are follow-up visits enough?) and psychological
support (Is there a department for psychological support of UC patients)?
(Physician) (KI in pharmacy) (Nurse).

What is your opinion in waiting time, is it suitable in the case of colonoscopy
booking, follow-up, medications dispensing and lab tests. What could be done to
achieve the required waiting time? (Physicians) (Pharmacist)

Contact time with the UC patient, is it suitable. What could be done to achieve the
required contact time? (Physician) (KI in pharmacy)

Are there guidelines and standards that determine the provision of proper health
care services (Physician) (Nurse)

To what extent are you satisfied with documentation practices? In your opinion,
how can we meet a high quality medical record? What are its characteristics?
(efficient electronic health information system) (Physician) (KI in pharmacy)
(Nurse)

How do you perceive the coordination between health care providers (primary
health care and secondary health care, public and private health care facilities,
doctors and pharmacists, colonoscopy department, labs....etc. (Physician) (KI in
pharmacy) (Nurse)

What services do you think that they are needed but not available? What are the
main obstacles to reach integrated health care services to UC patients? (limited
availability of services, limited specialized services, limited diagnostic facilities,
high work load of health care workers) (Physician) (KI in pharmacy) (Nurse)

What could be done to improve the provided services? (Physician) (KI in
pharmacy) (Nurse)
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Annex (11) UC patient interview

1. How are you, how is your health in general?

2. How does UC affect your daily life? How does it affect your family life? How much
UC affect your wellbeing, in which direction?

3. How can you describe health care services that you receive regarding UC in
governmental facilities (hospitals and/or PHC centers)?

4. What are good and not good things that you face when you receive these services? To
probe: Health care facilities (are they suitable for service provision), human resources
(specialized GIT or trained physicians, nurses, ..... etc), medications availability in
types and quantities, equipment (colonoscopy devices) and lab tests: availability, health
education and nutritional counseling (adequate information during follow-up,
educational materials and workshops), follow-up (are follow-up visits enough?), waiting
time and psychological services.

5. To what extent didn’t you receive services which you came to receive? Why?
(Equipment, staff, medications and lab tests)

6. Do you consider that the health care staff deals with you respectfully and listen to you
carefully?

7. What are services you need to have but not available?

8. In your opinion, what could be done to improve the provided services regarding UC?
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