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ABSTRACT

BACKGROUND

Epileptics mostly suffer from physical, mental and social disorders. So, it is necessary
to offer the patients training programs and improve their skills which may prevent a
seizure. Minimum Data Set (MDS) is a standard tool to access accurate data and is
essential to design self-care training software for epileptics. This study has been done
in order to determine MDS necessary for self-care software of epilepsy.

METHODS

This descriptive study was conducted in the first half of 2020 in cooperation with 23
neurologists. Questionnaire was the research tool. To validate the questionnaire,
validity method was applied and its reliability was confirmed through retest method.
Data was analysed using SPSS (ver. 21).

RESULTS

MDS was organised in to five groups: demographic, clinical symptoms, clinical
information, medications and reminders, and recommendations. Demographic
information includes 9 data elements, clinical symptoms include 23 data elements,
medications and reminders had 2 parts and 11 elements and recommendations
include 10 elements.

CONCLUSIONS

Due to importance of data and information in self-care patients suffering from
epilepsy, software role in gathering data and sharing it with doctors and also reducing
patients attending the hospital, minimum data must be determined. The designed
data set can fulfil epileptics' needs, facilitate processes, promote their health and ease
the financial burden of caring for patients with chronic illness.
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BACKGROUND

Epilepsy is one of the most common neurological diseases and
people from all ages, races and places could get affected.! Its
symptoms are frequent seizures in which unnatural electrical
activities in the brain cause blackout and seizure. Patients are
unaware of seizure due to its randomness and it may increase
the risk of physical injuries.2 People who suffer from this
disease are of about 50 to 70 million in all over the world;34
this shows that they include 0.75 % of global burden of
disease.5 High proportion of epileptics in developing countries
and poor epileptics in developed countries remain untreated.
Therefore, we need trained medical personnel to detect
seizures and monitor the patients’ improvement.
Unfortunately, demand for neurologists is more than the
neurologists introduced to the society. In the US, the studies
estimated that demands for neurologists will rise to 21500 in
2025, while the number of neurologists’ present will be
18000.6

Considering that epileptics suffering from physical, mental
and social disorders, it might cause financial difficulties and
reduction in quality of life. An opinion poll displayed that,
comparing to the United States Census Bureau's norms, these
people receive less education, the possibility of their
employment is less, and their families makes less money.
Controlled experiment with high quality, particularly for non-
medical treatments such as training programs and upskilling-
which may prevent seizures or help patients to sustain
seizures better are not available.”

Self-care means daily activities in order to decline or
control the illness impacts on physical health condition.8 Self-
care includes changes in life style, alternative treatments,
decrease stresses and medications.® Accordingly, this is an
appropriate method to support patients with chronic
epilepsy.10.11 This method is an inseparable one of all primary
and professional health care; therefore, a little facilitating in
the process of executing this method can improve whole
population's health, economic and social situation. Self-care
makes changes in patients’ behaviour and understanding!?
and can fulfil lots of their needs and enhance their health.
Studies show that care givers e.g. expert physicians and nurses
did not attempt enough in training and self-care and this
matter should be considered.13

Increasing patient’'s awareness and applying clinical
behaviour advises potentially lead to reduce costs, help
patients' self-care and indirectly encourage health workers to
know more about this disease. Despite having these potential
benefits, patients mostly face difficulties in applying clinical
behaviour advises in their daily plans that include lack of time
and inadequate knowledge and education in advising
properly.14 Investigation show that information technology
(IT) is a powerful factor influencing high performance and
efficiency of organisations. That is the reason different
industries in order to survive have walked towards using this
technology efficiently. Healthcare industry is not an exception
and different countries - according to their role and
importance of healthcare industry and IT's, direct and indirect
impacts on various dimensions of social development
considered IT as a tool to develop health information and
upgrade healthcare system consequences.1516 Therefore, by
creating self-care systems for epileptics the possibility of
accessing and responding to clinical needs will be increased.
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To design epilepsy self-care training software, determination
of minimum standard data set is needed. The aim of this study
is to assign minimum data set of epilepsy as a standard tool to
accurate data considered as basic needs in designing self-care
training software.

METHODS

This research was a descriptive-applied research carried out
from April 2020 to August 2020. Expert physicians and
neurology subspecialties who worked in Ali ibn Abi Talib
hospital of Zahedan, Imam Reza Hospital of Tabriz and Rasoul
Akram Hospital of Tehran were chosen as study population.
The study was done with cooperation of 23 neurologists using
purposive sampling method. To collect data, questionnaire
was used which was designed based on a systematic review
study. The content validity of the questionnaires was
evaluated using the comments from 3 experts in the fields of
health information management and 10 experts in the fields of
neurology. To ensure their reliability, the questionnaires were
completed by 13 of the aforementioned experts; they were
asked to complete the questionnaires for a second time after
two weeks. The collected data was analysed using SPSS
version 21, and the questionnaire had a Cronbach's alpha of
0.79. The questionnaire includes demographic, clinical
symptoms, clinical information, medications and reminders
and recommendations. In every item of questionnaire,
respondents were asked to determine necessary and
unnecessary data elements. The respondents were assured
that their response will be saved confidentially and merely will
be used along research objectives. Data analysis has been done
through descriptive statistics using SPSS version 21. To
determine MDS, data elements have been chosen with an
average of 65 %.

RESULTS

In this research, data elements were determined according to
prior study reviews. Then, MDS was designed based on
participants’ comments including neurologists and
neurosurgeons. Participants’ demographic specifications is
displayed in Table 1. Respondents were mostly men and the
most people were in the age group of 50 to 60 with more than
15 years’ experience.

Characteristics Number Percentage
<60 7 30.4
Age 50 - 60 12 52.2
> 60 4 17.4
Work 5-10 6 18.7
Experience >10 17 81.2
Female 4 17.4
Gender Male 19 82.6
Table 1. Frequency and Percentage of Participants’
Demographic Characteristics

MDS was organised in five groups including demographic,
clinical symptoms, clinical information, medications and
reminders and recommendations. Total number of collected
data elements was 73 (15 elements for demographic, 24
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elements for clinical symptoms, 9 elements for clinical
information, 24 elements for medications and reminders, and
11 elements for recommendations) which was reduced after
expert panel discussion (Tables 2 to 4).

Theme Data Elements Necessary Unnecessary
Number Percent Number Percent
First name and last 23 100 0 0
name
National code 23 100 0 0
Gender 23 100 0 0
Age 23 100 0 0
Weight 20 87 3 13
Citizenship 17 73 6 27
DemumEi Residence address 5 21.7 18 78.3
Phone number 8 34.7 15 65.3
Height 16 69 7 31
Number of children 20 87 3 13
Job 18 78.5 5 21
Education 15 65.3 8 34.7
Marital status 19 83 4 17
Father's name 3 13 20 87
Mother's name 0 0 23 100
Table 2. Condition of Demographic MDS
from Neurologists' Point of View
Necessary  Unnecessary|
I = I =
Scope Data Elements 2 g 2 g
E = g =
= ) = )
z A z &
Fasting blood sugar 22 96 1 4
Blood sugar after two hours 21 91 2 9
Blood calcium levels 23 100 0 0
CBC 23 100 0 0
Phosphorus 19 83 4 17
Genetic testing 23 100 0 0
Type of epilepsy 23 100 0 0
Average blood pressure 23 100 0 0
Blood type 22 96 1 4
History of seizures 23 100 0 0
Family history of epilepsy 23 100 0 0
Pregnancy history 17 73 6 27
Clinical History of abortion 17 73 6 27
History of diabetes 22 96 1 4
History of heart failure 21 91 2 9
History of stroke 23 100 0 0
History of myocardial infarction 23 100 0 0
History of autism 23 100 0 0
Neurofibromatosis 23 100 0 0
History of brain tumour 23 100 0 0
History of head trauma 23 100 0 0
Severe stress 23 100 0 0
Anaemia 20 87 3 13
History of pulmonary insufficiency 2 8.6 21 91.4
Involuntary movements of muscles 23 100 0 0
Loss of consciousness 23 100 0 0
Chest muscle contraction 23 100 0 0
Clinical Aloud shout 19 83 4 17
A—— Staring at a point 23 100 0 0
Dyspnoea 73 100 0 0
Bitten tongue 20 87 3 13
Perpetual distress attacks 23 100 0 0
Vibration of the limbs 23 100 0 0
Table 3. Clinical Symptoms in MDS from Neurologists' Point of View

Clinical information with 23 elements had the largest
number of elements. In this group, experts did not agree on
data element of history of lung disease. In the demographic
group, 11 elements were confirmed by the experts in which 4
elements (address, phone number, father's name and mother
names) were not confirmed. In clinical symptoms (included 9
elements) all suggested elements were confirmed by experts.
In medications and reminders and general recommendations
all suggested items received approval.
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e E
e @
-
[3] (%)
Q ]
2 2 £
g Data Elements =
]
R = B
5 8 58
4 A Z2 A
Medications taken: 23 100 0 O
Ethosuximide 23 100 0 O
Phenytoin 22 9% 1 4
Topamax 20 87 3 13
Diazepam 23 100 0 O
k= Carbamazepine 18 785 5 21.5
S Clonazepam 23 100 0 O
5% Phenobarbital 19 8 4 17
s E Primidone 22 9% 1 4
= £ Sodium valproate 20 87 3 13
= Gabapentin 19 83 4 17
Lamotrigine 21 91 2 9
Warnings and reminders: 23 100 0 O
Consumption time 23 100 0 O
Dosage of the drug 23 100 0 O
Appointment 23 100 0 O
Y Anxiety: not to b? present in dangerous 21 91 2 9
2 environment
'% Depression: not to take drugs and drink alcoholic 19 83 5 17
2 Sleep safety: take dangerous things away frombed 23 100 0 0
GE) Bath safety: no glass things in the bathroom 23 100 0 O
g Fatigue: frequent and light activities 20 87 3 13
§ Muscle cramp: use sauna and swimming pool 17 73 6 27
= Not to use computers constantly 23 100 0 O
§ Not to watch tv constantly 23 100 0 O
S In case of severity: see a neurologist immediately 18 785 5 21.5
Avoid excessive sleep 20 87 3 13
Table 4. Medications, Reminders and General Recommendations
in MDS from Neurologists' Point of View
DISCUSSION

Early studies showed that self-care data for epileptic is not
available; hence, it is necessary to design a set of minimum
data as a tool to collect unified data elements.

In an investigation, in terms of designing of cataracts
minimum data set, data was gathered by a number of
surgeons. The purpose of this study was to make shared and
solid cataract data. The intended data was mentioned in two
parts; the first one was related to patients' demographic data:
patients' name and last name, date of birth, gender, and second
part includes patients' eye exam, eyesight condition and the
treatment patients received.l” By comparing that study, it was
realised that demographic data corresponds with this study.

A research by Moghbeli entitled "conceptual model of
personal health record for autistic patients" considered
necessary elements for electronic health record including
demographic and clinical information. In demographic group,
according to the opinion poll, while patients’ fathers name,
address and phone number were not a priority, their name and
surname, father name, national code, age, gender, marital
status, address, and phone number were determined as the
minimum demographic data.18

Davey et al, in an investigation entitled "a proposed
minimum data set for international primary care optometry: a
modified Delphi study" illustrated minimum data set like
patients' demographic information, their medical and family
history and clinical trials, general recommendations, lifestyle,
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and examination results.19 In this study, all cases were also
considered except patients' lifestyle and examination results.

Langarizadeh's research entitled "a minimum data set of
laboratory reporting system for exchanging with electronic
health record system in Iran" the MDS for demographic
information included patients' name and surname, their father
name, record number, date of birth, place of birth, age, gender,
weight, geographical information, zip code, address, phone
number, and educational level;20 while their name and
surname, national code, gender, age, weight, occupation,
education, citizenship, marital status, number of children were
considered as minimum demographic data set. By comparing
these two studies it was revealed that their father's name and
record number, geographical information and ID number were
not prioritised.

Although this study has been fulfilled with the help of 23
neurologists and it was a limit, we have to poll it again in a
greater fulfillment. Using a standard data set, scientific and
domestic ones seem necessary to produce, revise, develop and
promote and familiarise beneficiaries of self-care software
such as epileptics' self-care software. To do so, it is suggested
to study present standards more for developing such a
software.

CONCLUSIONS

This study showed that comprehensive and uniform data
elements about Self-Care Training Software for epilepsy
patients do not exist in Iran. Therefore, an MDS was developed
for Self-Care Training Software for epilepsy in Iran. Minimum
data set can be useful in designing Self-Care Training Software
for those suffering from epilepsy towards integration of their
fragmented records across continuum of the health care
system in order to improve quality of shared patient care.
Furthermore, it is concluded that designed data set can fulfill
epileptics' needs and facilitate processes, promote their health
and ease the financial burden of caring for patients with
chronic illness.

Data sharing statement provided by the authors is available with the
full text of this article at jemds.com.
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