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Purpose: Patient autonomy and participation have a significant impact on patient satisfac-
tion and compliance with treatment. We aimed to establish and describe the level of shared 
decision-making (SDM) among the patients in a developing country. Uganda is a low 
resource country with a 2019 GDP of 35.17 billion US dollars. In some regions, over 60% 
of Ugandans live below the national poverty line and most of them depend on the under-
funded health care system.
Methods: A cross-sectional, quantitative study was carried out among the outpatients 
attending Kisenyi Health center IV, Kampala, Uganda. An interviewer-administered ques-
tionnaire with a 5-point Likert scale was used to assess patients’ SDM. All statistical analysis 
was performed using STATA 15 software.
Results: A total of 326 patients participated in this study. Majority of the participants were 
females (n=241, 73.9%) and aged 18–35 years (n=218, 66.9%). Only 22 (7%) of the 
participants knew the name of their consulting doctor. Most of the participants, 84% were 
given enough time to narrate their symptoms. Overall, only 11.3% (n=37) of the participants 
had adequately participated in SDM. The overall mean score of participation in SDM was 2.7 
(SD:0.8). Participants who knew the name of their consulting doctor were approximately 11 
times more likely to participate in SDM (OR: 10.7, 95% CI: 4.2–27.0, P<0.0001).
Conclusion: The majority of patients attending Kisenyi Health Center IV did not adequately 
participate in SDM. Continued medical education should be organized for healthcare profes-
sionals to promote SDM.
Keywords: shared decision making, patient involvement, information, participation

Introduction
Shared decision making (SDM) is defined as a process where clinicians collabora-
tively help patients to reach evidence-informed and value-congruent medical 
decisions.1 SDM involves clinicians and patients sharing the best available evi-
dence when faced with the task of making decisions, and where patients are 
supported to consider options, to achieve informed preferences.2 For proper patient 
involvement, a patient must be a stakeholder in decision making including expres-
sing opinions and ideas about the different treatment options.3 SDM is at the heart 
of patient-centered care and is a crucial ethical component that has the potential for 
improved quality and safety in health care.6 For better health outcomes, a physician 
(or other healthcare professional) should inform patients and engage them in SDM 
which will lead to the provision of appropriate and cost-effective care and 
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ultimately leads to patient satisfaction.5–8 Evidence shows 
that low patient involvement in decision making in health 
centers increases not only treatment cost but also the risk 
of health care complications.9 SDM involves three key 
steps; making sure the patients know the reasonably avail-
able options, providing detailed information on the avail-
able options, and lastly considering patients’ preferences 
and considering what is best.4

In recent years, patients’ involvement in decision- 
making has become very essential in the strengthening of 
health systems and health service delivery in many coun-
tries around the world.5 Better patients’ experience, satis-
faction, cost-effectiveness, and quality of care have been 
reported in countries where patients are fully engaged in 
decision making.5 However, SDM remains a challenge in 
the provision of patient-centered health care in developing 
countries.5,6 Lack of an SDM culture, healthcare worker 
paternalism, lack of continuity of care, low patients’ literary, 
and patients’ low interest in decision making coupled with 
trust in health workers affect SDM in developing 
countries.10 The low health worker-to-patient ratio in devel-
oping countries also makes the feasibility of SDM challen-
ging with regards to consultation time.10,11 In Uganda, 
despite low awareness of patients’ rights, Uganda’s patient 
charter provides for the right of patients to make informed 
decisions regarding their healthcare.12,13 However, there is 
limited data on patient involvement in decision-making. 
A study done among women with breast cancer at Mulago 
National Referral Hospital, Uganda showed that most of 
them (80%) believed not satisfied with their participation in 
treatment selection.11 Similar findings have been reported in 
rural health facilities in Eastern Uganda.14,15 Patients’ par-
ticipation in decision-making is reported to be high among 
Ugandan patients undergoing surgical procedures though 
there are concerns of inadequate provision of 
information.16 However, there is a lack of information 
regarding patients’ participation in shared decision-making 
at primary level health facilities including Health Center 
IVs which manage most of the patients in Uganda. In this 
study, we aimed to establish and describe the existing level 
of SDM among patients attending general consultations at 
Kisenyi Health Center IV in order to guide interventions for 
improving patient-centered care.

Methods and Materials
Study Design
A cross-sectional study.

Study Setting
The study was carried out at Kisenyi Health Centre IV, 
located on Mwanga II Road, in one of the biggest slum 
areas in Kampala, Uganda’s capital city. Kisenyi HC IV is 
a public urban health facility intended to serve about 
100,000 people within the health sub-district, and it is 
administered by Kampala Capital City Authority 
(KCCA) (the regulatory body for Uganda’s capital city). 
The health facility provides a wide range of inpatient, 
outpatient, and emergency care services. They also provide 
maternal and child health services including emergency 
cesarean sections. It serves a population consisting of 
traders within the central business district and slum occu-
pants from the nearby areas.

Study Population
The study population consisted of patients seeking care 
from the outpatient department (OPD) of Kisenyi Health 
center IV during the period of study. All patients were 
eligible to participate in the study irrespective of their 
reason for health care visit or disease condition that they 
were being treated for.

Selection Criteria
All adult patients aged 18 years and above seeking health-
care from the outpatient department at Kisenyi Health 
Center IV between December 2019 and January 22,020, 
were eligible for the study.

Sample Size
The sample size was calculated using Yamane’s formula 
for population survey.17

n ¼
N

1þ N eð Þ2 

N denotes the population size and e indicates the level of 
precision. Kisenyi HC IV receives about 500 patients 
daily, with about 10,000 patients received in a month. 
Data collection was anticipated to take one month.

Using a monthly population size of 10,000 patients and 
the level of precision at 5%,

n ¼
10000

1þ 10000 0:05ð Þ
2 

Therefore, the total sample size was 385 participants.
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Sampling Procedure
Patients attending the outpatient department were conse-
cutively approached and recruited after informed consent 
until the required sample size was reached.

Data Collection
A semi-structured interviewer-administered questionnaire 
designed in English and translated to Luganda, the com-
monly spoken local language in Kampala was used to 
collect the data. Patient-exit interviews were conducted 
after the patients had completed a consultation with the 
doctors, performed the required tests, received medications 
or treatment, and were leaving for home. Data was col-
lected by members of the research team who had under-
gone training on the study protocol including research 
ethics.

Study Variables
The independent variables included sociodemographic 
characteristics like age, sex, highest level of education, 
marital status, religion, and knowledge of the doctor’s 
names. The dependent variable was participation in SDM.

Questionnaire Development
The questionnaire consisted of two parts.

(a) Part A consisted of 6 questions on the social and 
demographic characteristics of the participant.

(b) Part B included 9 questions on the various aspects 
of SDM. These comprised 1 question whether 
patients received adequate consultation time, 5 
questions on adequate information, and 3 questions 
on decision making. A 5-point Likert scale was 
used with responses; strongly agree, agree, neutral, 
disagree, and strongly disagree. The questions were 
adopted from the SDM-Q-9 tool for patients and 
modified by the authors to suit the local context.18 

The Cronbach’s alpha score of the 9 items was 0.9 
indicating strong internal consistency. The 15-item 
questionnaire was pretested among 10 patients at 
Kisenyi HC IV who did not take part in the actual 
study. The questionnaire is provided as a 
Supplementary File.

Data Management and Analysis
After checking the questionnaires for completion, data was 
entered using EpiCollect 5 software.19 It was then exported 

to Microsoft Excel 2016 for cleaning and coding. All ana-
lyses were performed using STATA 15 (StataCorp LLC, 
College Station, Texas, United States). Categorical data 
were presented as frequencies and percentages, and numer-
ical data presented as mean or medians. The 9-item 5-point 
Likert scale on SDM was coded and scored as follows- 
strongly agree with 5, agree with a 4, neutral with a 3, 
disagree with a 2, and strongly disagree with a 1. The mean 
score for the 9 items was then calculated for each participant, 
with a maximum of 5 and a minimum of 1. Using Bloom’s 
cutoff, patient’s participation in SDM was categorized as 
adequate (mean score ≥4), or poor (mean score <4).20 

Association of patients’ adequate participation in SDM was 
assessed using the chi-square test and binary logistic regres-
sion. A P<0.05 was considered statistically significant.

Ethical Considerations
The study was reviewed and approved by Makerere 
University School of Health Sciences Research and Ethics 
Committee, Reference No. 2019–054. Permission to carry out 
the study was sought from the Office of the Director of Public 
Health and Environment at Kampala Capital City Authority 
(KCCA) and the In-Charge of Kisenyi Health Center IV. The 
study was conducted according to the Declaration of 
Helsinki. Enrolment of participants into the study was volun-
tary after obtaining written informed consent. Patients’ priv-
acy and confidentiality were maintained at all times.

Results
Socio-Demographic Characteristics of 
Study Participants
Table 1 summarizes the socio-demographic characteristics 
of the participants. A total of 326 respondents with 
a median age of 30 years (18 to 70) participated in this 
study (response rate of 85%). Most of the participants 
were young adults aged 18 to 35 (n=218, 66.9%), female 
(n=241, 73.9%), and had attained secondary education as 
the highest level (n=147, 45.1%). Only 22 patients (7%) 
knew the name of the doctor they had talked to during the 
clinical consultation while 304 (93%) did not.

Responses of Study Participants to 
Questions on SDM
Table 2 describes the responses of the patients to the nine 
questions on SDM. The majority of the patients agreed 
that the doctor gave them enough time to narrate all their 
symptoms (84%, mean score: 4.1 ± 1.0). Except for 
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explaining the required tests and treatment options (Q4), 
more than half of the patients disagreed on the other 
aspects (Q2, Q3, Q5-Q9) of SDM. Up to 242 (74%) 
patients disagreed on weighing investigation and treatment 
options together with the doctor and (n=244, 75%) of the 
patients disagreed on making the decision together with 
the doctor on the treatment. The patients generally dis-
agreed on statements Q2 to Q9 with mean scores below 
3.0 (Table 2). These were assessing if patients were given 
adequate information and involved in decision making.

Shared Decision Making Among Study 
Participants
Only 37 patients (11.3%) had adequately participated in 
SDM during their consultation (Table 3). The overall mean 
score for participation in shared decision-making was 2.7 
(SD:0.8) indicating poor participation (Table 3). At chi- 
square tests, only knowledge of the doctor’s name was 

significantly associated with adequate participation in 
SDM (P<0.0001). A binary logistic regression showed 
that patients who knew the doctor’s name were approxi-
mately 11 times more likely to have adequate participation 
in SDM (OR: 10.7, 95% CI: 4.2–27.0, P<0.0001).

Discussion
The objective of this study was to describe the level of 
SDM among the patients attending the outpatient depart-
ment at Kisenyi Health Center IV, Kampala, Uganda to 
improve patient care and satisfaction. To the best of our 
knowledge, this is the first study in Uganda, and East 
Africa to investigate SDM in the general patient popula-
tion. From our study, only 11.3% of the participants parti-
cipated adequately in SDM. This complements findings 
from other developing countries that have reported low 
patients’ participation in decision making during their 
treatment.21–23 In Uganda, a study among breast cancer 
patients showed that 80% of them were not given a chance 
to participate in the selection of their treatment options.11 

However, higher participation in SDM has been reported 
in some developed countries.24 In a clinic in Hong Kong, 
over 57% of the patients were involved in SDM.25

Our study agreed with previous studies that patient- 
related factors like social demographic characteristics 
affect participation in SDM.5,26 Literacy and level of 
education play an important role in patients’ involvement 
in SDM. Patients who have attained a higher level of 
education have a better comprehension of the medical 
information provided by healthcare workers.5 In our 
study, participation in shared decision-making increased 
with an increase in the level of education, although this 
was not significant. In a study in Tanzania, healthcare 
workers admitted that patients with low education status 
found it harder to comprehend medical information, and 
therefore making it difficult to engage them in SDM.23 

In a qualitative study in Australia, participants with 
a higher level of education perceived getting involved 
as a shared responsibility with healthcare providers 
throughout the process of decision making. This 
included verifying information provided by the health-
care providers as well as discovering treatment options 
outside those presented to them by the health workers. 
On the other side, patients with low education however 
regarded their participation in decision making as agree-
ing and consenting to the recommendations of the 
healthcare provider.27 Although Uganda has a high 
adult literacy rate, that is, the ability to read and write 

Table 1 Social and Demographic Characteristics of the 
Participants

Demographics (N=326) Frequency (n) %

Age (median, interquartile range). 30 18 to 70

18 to 35 218 66.9

36 to 55 91 27.9
>55 17 5.2

Sex
Male 85 26.1

Female 241 73.9

Highest level of Education
None 23 7.1
Primary 111 34.1

Secondary 147 45.1

Tertiary 45 13.8

Religion
Roman Catholic 120 36.8
Muslim 79 24.2

Anglican 65 19.9

Born Again 56 17.2
Seventh-Day Adventist 4 1.2

Atheist 2 0.6

Marital Status
Single 96 29.5

Relationship 24 7.4
Married 168 51.5

Divorced 25 7.7

Widow/Widower 13 4.0
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(76.53%),28 this may not reflect actual comprehension 
which may be a possible reason for the low SDM 
recorded in the study.

A patient-doctor relationship is essential in the process 
of SDM. This relationship relies on good communication 
between the doctor and the patient.29 Effective communi-
cation begins with the initiation of a good rapport between 
the doctor and the patient. This includes components like 
salutations and self-introduction by the healthcare provi-
der. Uganda’s patient charter states that a patient has 
a right to be cared for by a known healthcare worker.30 

From our study, only 7% of the patients were aware of the 
doctor’s name, and these patients were more likely to have 
good participation in SDM. A low level of patient-doctor 
relationship should have led to low participation in SDM. 
Therefore, the patient-doctor relationship remains 
a keystone of patient care.31

In our study, the majority of the patients disagreed on 
questions regarding the provision of adequate information 
by the doctor. This could also have contributed to the low 
participation in decision making since doctors have to 
provide information (including information about the diag-
nosis, nature, goal, and seriousness of the treatment, risk 
of treatment, and other treatment options) to patients so 
they can make free and informed decisions.32 This process 

could have been impeded by limited consultation time 
coupled with a large number of patients who seek care in 
public health facilities like Kisenyi Health Center IV, 
hence the low participation in SDM. A publication by 
NHS England showed that patients require to be given 
information by the health care professionals and hence 
feel cared for if they participate in decision making.33 

The quality of the information transfer between the physi-
cian and the patient leads to increased participation in 
SDM processes.34 On a positive aspect, the majority of 
the participants were given enough time to report their 
signs and symptoms to the doctors.

Levinson and colleagues showed that patients who visit 
a regular doctor were less likely to participate in decision 
making.35 The prolonged care by the same doctor fosters 
a good patient-doctor relationship leading to increased 
trust in the healthcare worker by the patients. However, 
a recent study among psychiatric patients (bipolar disorder 
and schizophrenia) suggested that patients were less likely 
to have compulsory admission against their decision if 
they had a regular doctor.36 Psychiatric patients with 
a regular doctor tend to have regular follow-ups by the 
psychiatrist subsequently leading to fewer psychiatric 
symptoms requiring compulsory admissions despite the 
reduced ability to participate in shared decision making. 

Table 2 Responses of Patients at Kisenyi Health Center IV to Statements on Aspects of Shared Decision Making

Statements on Shared Decision Making (N=326) S D; 
n (%)

D; n (%) N; 
n (%)

A; n (%) S A; 
n (%)

Mean ± 
SD

Q1. My doctor gave me enough time to tell him all my symptoms and signs. 8 (2) 33 (10) 10 (3) 154 (47) 121 (37) 4.1 ± 1.0

Q2. My doctor asked me what I thought was the cause of my illness 52 (16) 127 (39) 11 (3) 106 (33) 30 (9) 2.8 ± 1.3

Q3. My doctor explained to me the cause of my illness 66 (20) 104 (32) 9 (3) 107 (33) 40 (12) 2.9 ± 1.4

Q4. My doctor explained to me the required tests (investigations) and 

possible treatment options.

59 (18) 90 (28) 50 (15) 98 (30) 29 (9) 2.8 ± 1.3

Q5. My doctor explained to me the importance of treatment and its 

side effects.

78 (24) 151 (46) 11 (3) 62 (19) 24 (7) 2.4 ± 1.2

Q6. My doctor inquired if I had understood all the information and 

asked me for any questions that I had for him/her.

70 (21) 146 (45) 14 (4) 73 (22) 23 (7) 2.5 ± 1.2

Q7. My doctor and I thoroughly weighed the investigations and treatment 

options together.

73 (22) 169 (52) 22 (7) 49 (15) 13 (4) 2.3 ± 1.1

Q8. My doctor and I made a decision together about my treatment. 87 (27) 157 (48) 14 (4) 53 (16) 15 (5) 2.2 ± 1.1

Q9. My doctor and I reached an agreement on how to proceed. 82 (25) 120 (37) 10 (3) 90 (28) 24 (7) 2.6 ± 1.3

Notes: Attitudes were scored as; S A – 5, A – 4, N – 3, D – 2, and S D – 1. Mean scores are calculated out of a total of 5 representing a good participation in SDM and 
a minimum of 1, representing poor participation. 
Abbreviations: S A, strongly agree; A, agree; N, neutral; D, disagree; S D, strongly disagree; SD, standard deviation.
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No study has been undertaken in Uganda to assess the 
impact of being attended regularly by the same doctor on 
patients’ decision-making. However, we believe Ugandan 
patients may tend to leave decision-making to their regular 
healthcare provider due to the trust and confidence built 
over time.

SDM is very important in addressing the patient’s 
perspective.37 Patient’s involvement in decision-making dur-
ing their healthcare has far-reaching benefits in the overall 
outcome of treatment.5 This is the first study in Uganda to 
report SDM among outpatients in a primary health facility. 
The high response rate of the study also improves the 

generalizability of the study findings. However, the study has 
some limitations. Some factors that may affect decision- 
making like occupation or source of income and wealth 
index were not assessed. A qualitative study is necessary to 
explore these factors. Besides, we utilized a modified ques-
tionnaire that has not been validated in this setting. However, it 
had a strong internal consistency of 0.9. This is also a cross- 
sectional study that does not show a true cause and effect 
relationship but rather associations.38

Conclusion and Recommendations
There was poor patient involvement in decision making as 
only about 1 in 10 of the participants participated in 
decision making. There is a need to encourage doctors to 
practice a two-way form of communication where they 
provide information to patients and ask for a patient under-
standing of the illness and treatment process. This can be 
achieved through teaching sessions in medical school as 
well as Continued Medical Education sessions at the 
health centers and hospitals. It is further important for 
the health care system to establish feasible ways to 
improve patient participation in various health facilities.

Data Sharing Statement
The research data for this study is available on Figshare 
https://figshare.com/articles/Data_set_Patients_involve 
ment_in_decision-making_at_Kisenyi_Health_Center_IV_ 
Kampala_Central_Uganda/12519971.
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