Special Issue: Psychology: Challenges and Current Research

Available online at www.ijmrhs.com International Journal of Medical Research &
Health Sciences, 2016, 5, 5(S):335-343

ISSN No: 2319-5886

The Process of Parents' Decision-Making to DischaegTheir Child against
Medical Advice (DAMA): A grounded theory study

!Nikbakht Nasrabadi Alireza, “Peyrovi Hamid and *Begjani Jamalodin*

Professor, School of Nursing and Midwifery, Tehtamiversity of Medical Sciences, Tehran, Iran
Professor of Nursing, Nursing Care Research Cefepartment of Critical Care Nursing, School of
Nursing and Midwifery, Iran University of Medicati&nces, Tehran, Iran
3PhD candidate in Nursingschool of Nursing and Midwifery, Tehran UniversifyMedical Sciences,
Tehran, Iran

Correspondence Email: Jamalbegjani@gmail.com

ABSTRACT

Discharge against medical advice (DAMA) refershte phenomenon that patient or the patient’s surtegkecides
to leave the hospital before the attending physiaanfirms the patient is discharged. Children amach more
vulnerable to such discharges. This process ocwitisdifferent mechanisms that identifying them barhelpful in
reducing this phenomenon. We aimed to explore theegs of parents' decision-making to dischargér ttieild
against medical advicén-depth, semi-structured interviews were conduetétl 10 fathers, 10 mothers, 6 nurses
and 3 physician assistants and the data were delteto the point of saturation. Grounded theoryhodblogy was
adopted for data collection and analysis. The rissof qualitative analysis in the field of the pat® decision-
making on the DAMA revealed 4 main themes: "ladliofily-centered care”, "disruption of the paremtiprocess",
"distrust to the medical team and center" and "p®jogical strategy of shirk responsibility for athicare and
treatment ".By providing family-centered care, adopting measureempowering the families, developing the trust
of parents to the health care team and developimtiseharge plan from the beginning of children hHtadzation
with the cooperation of health care team and pagesmtd considering all factors such as child's salebialth
condition and parent's health related perceptiomsl deliefs, children will not be discharged agaimsédical
advice and will experience better outcomes.
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INTRODUCTION

Discharge against medical advice (DAMA) refershte phenomenon that a patient or the patient's gatealecides
to leave the hospital before the attending physicianfirms the patient is discharged [1]. Childeze much more
vulnerable to such discharges because they arénledsed in the process of decision-making forithealth care

[2].

Although the discharge against medical advice sstggiat the parents are aware of the child's tondihis/her
disease and its consequences and though the Einssiare free from legal consequences, but the @bt is
unable to express his intentions and in some cdses, not have adequate understanding of the sockgses may
be victims of these decisions [3].

This phenomenon occurs frequently in developeddmetloping countries, but the reasons behind itdiferent

[4], even within each of these countries have hbsen reported prevalence of different reasonsekample, in Iran
[5] and Nigeria [3], 3.5 and 5.1 to 7.5 percentloildren DAMA respectively, happened in differeenters.
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In fact, this situation can perhaps be considerethse of child neglect because such dischargesinchite
inadequate care, increased mortality and long-dnerse effects for the children [4]. In many casles child's
clinical condition deteriorates after such disclear@gnd parents do not refer the children for resitalization
because of the fear of being refused by the healtl center [6].

Most of patients, who are discharged against médideice, don’t complete the treatment process,tduarform
follow-up care and treatment and don’t use esdesgiavices for their own health. These complicatioccur with
different mechanisms whose identification can bdefhkin reducing this phenomenon [7].

Aims of research
Despite the high incidence of child DAMA and itsngglications, we are still witnessing such discharge our
health care system in Iran [8]. More studies onDBR&A in the world have been conducted retrospetyiy9].

Deep insight on the features and reactions of famds well as members of the health care cenbenst éhis issue
is of particular importance [10]. The aim of thisidy was to explore the process of parents' detisiaking to
discharge their child against medical advice.

MATERIALS AND METHODS

Design

To the best of our knowledge, this is the firstlgative study focusing on the process of paremgision-making
to discharge their child against medical advicengisan exploratory qualitative design. This alloves fleep
exploration of the parents' decision-making to ldisge their child against medical advice, as erpead and
voiced by parents.

Framing of study questions

We framed the research question based on the aihedftudy. The central question of the study viesv'parents
make decisions for discharge their child againstlioa advice". For answering this main question, asked
participants a series of guiding questions such"lasw did you decide to discharge?", "please tdioud the
hospitalization of your children”, "what happenéattyou did not continue care and treatment forr yahild and
why do not wait until your child's health care teémnprovide discharge?, "what factors has stremggtieyour

decision?", "what obstacles do you have for thissien?".

Sampling approach and criteria

For participant selection, the first step was pidg the list of parents who were attending todraih's hospitals in
Tehran, Iran, between 2014 and 2015 and dischattgsd children from Children's medical center &ifiéd to
Tehran University of Medical Sciences and Ali-Asghhildren’s hospital affiliated to Iran Universibf Medical
Sciences against medical advice.

The parents were not suffering from mental, psyatjichl and addiction problems. The parents of tHalpéd
children aged between one month and 18 years arel we¢ a known case of child abuse, were includée. third
author then communicated with parents by telephionarrange a mutually convenient appointment. Tiveye
asked whether they were willing to participatelia study, and an appointment was then made to meet.

Parents were selected using purposive samplingdb@s¢heir experience on DAMA and the purpose efgtudy.

In order that the data gathered were as rich aslgeswe tried to select parents based on the mani variation of
factors that could potentially affect their sodiatieraction. We also sought to involve parents fadifferent social,
economic, educational and cultural levels. Childnewl various diagnoses, age and duration of hdizaiian. In
order to theoretical sampling, nurses and physkia@ssistants who had experience regarding DAMAewer
interviewed. This group had different work expedenage, place of employment and educational level.

Ethical considerations

All participants were informed about the voluntargture of participation, with the option to withdrdrom the
study at any time. Moreover, they were assuredthet statements would be confidential and tragntities would
not be revealed in study reports. All participgmtsvided written consent and also provided verbakent for voice
recording at the beginning of each interview. Rgyéints were assured that the voice recorder woailsitched off
if at any time they felt uncomfortable with recargi

In addition, they were encouraged to contact tlsearcher to ask questions or be provided with maadit data.
This study was approved by the Ethics CommitteEatifran University of Medical Sciences.

336



Begjani Jamalodinet al Int J Med Res Health Sci. 2016, 5, 5(S):335-343

Data gathering
Data from interviews with 10 fathers, 10 mothersi8ses and 3 physician assistants was collectélietpoint of
saturation. Each interview was scheduled accorddirige participant's preferences.

Based on the parents' preferences; the interviesve pwerformed in a private room in their house laasked on the
nurses' and physician assistant's preferencemtdrgiews were performed in a private room in thedrkplace.

Face-to-face, semi-structured interviews were gt participants. Interview questions were opedezhto allow
participants to thoroughly describe their opinigmsiceptions, and experiences on DAMA. Each ingawtasted for
an average about 60 minutes (ranging from 50 tmB@Qites).

Data analysis

The data were analyzed using the constant comparisethod so the data collection, analysis and pnégaition
occurred simultaneously, in accordance with theigded theory method. In fact, each interview predidirection
for the next one. The data collection and analgsistinued until data saturation, that is, no adddi data were
found for development of the category propertidse Bata were analyzed for concepts, context, aodeps and
finally integrating for emerging the theory of thecess of parents' decision-making to dischargie thild against
medical advice [11]. MAXQDA software version 10 wased to manage and organize the data.

With the frequent, precise and meticulous readinth@ transcripts, concepts were analyzed. All jpbssneanings
of the data were considered and meaning label rmsdigo the data. High-level concepts were assigred
categories/themes. During the interviews and datdyais, effective contextual factors in the prace$ parents'
decision-making to discharge their child againstiice advice such as individual, environmental,amigational,

familial, social, political, economic, cultural ahdstorical factors were considered.

By reviewing and comparing the categories and delgoaies in terms of their features and dimensighsy

reduced to more abstract categories and by drasiagyams, process of parents' responses to thextoat factors
effective on DAMA were discovered. Using memos,lpnged engagement with informants and reflexivitytbe

data and categories emerged from analyzing theextual factors effective on DAMA and the procesgpafents'
responses to these factors, the central categosyideatified. Then, according to the features & ttategory and
respective sub-categories, theoretical story lind@ study was written out.

The rigor
To achieve the rigor of this study, the measureedtuced by Corbin and Strauss in 2008 were uskfd [1

To ensure the fit, the results of the study wesessed by the participants, staff of data collactienters, research
team members and supervisors of the Graduate Sofidahran University of Medical Sciences. The tietioal
storyline developed so that participants could imagheir situation in it and knew that the stamgliwas right about
them. To provide applicability or usefulness ofdiimgs, we tried to develop a body of knowledge inmsing,
especially issues in admission, treatment and digehchildren referred to the health care cenirrsther words,
all factors associated with the process of parelgsision-making to discharge their child againsdival advice
were considered.

Development of concepts was conducted during the deallection and analysis and it was tried that findings
organized around concepts and themes that makenmaen understanding among participants and profeskio
The research context described using models anthtipis. To provide contextualization of conceptéth a
detailed description of the context of the studg, tvied to help the reader to better understandoheepts and the
background story and finally they fully understaadents, specific meanings assigned to those evamds
underlying experiences.

About the logical process of the ideas expressehisnstudy, we tried to continue the research gseantil its gap
in terms of its logic improved and findings undest by the participants, staff in the data collegtcenters and
research team. Decisions about the appropriatexfabe research methodology well explained so tefiects its
appropriateness to collecting and analyzing tha.dbb provide the depth of the results, in additiorproviding
relevant concepts we tried to present descriptadorg with details, so that the research findings ve able to
participate in the necessary changes in policidspaactices relating to the child's admission,r@aend discharge.

Using sampling with maximum variation, we triedaoquire data with varied dimensions and charatiesiand in

fact, as far as possible, reflect the complexitpaifticipants. For the creativity in the findingstioe study, we tried
that required procedures in research process suelp@opriate sampling methods are compatible @aith other
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and to be used flexibly. For example, following poseful sampling, to complete creatively developihgory,
theoretical sampling was used when necessary.

Tablel. Participants' Characteristics

Number | Age Sex Relag\rlllitlyc/j with Education level Job Address Cr:gl;ls Child's diagnosis
1-a 40 Male Father Hldgizlz?:;d Self-employed Urban 3YO Tetralogy of Fallot
1-b 34 | Female Mother Junior high unemployed

school
2.a 30 Male Father Bachelor's Government village 2 MO Congenital short bowel
degree employee syndrome
2-b 23 | Female| Mother H|g_h school unemployed
diploma
Bachelor's Government .
3-a 34 Male Father degree employee Urban 1 MO seizure
3b 29 Female Mother Associate's Government
degree employee
4-a 40 Male Father Jugé?\';)gllgh Self-employed Village 2YO Foreign body aspiration
4-b 36 | Female| Mother Junior high unemployed
school
5-a 36 Male Father As;:;:;e s Self-employed Urban 6 YO appendicitis
5. 28 | Femal Mother ng_h school Government
diploma employee
6-a 22 Male Father Elirgﬁon;ie\ry Self-employed Village 4 MO Gastroenteritis
Elementary
6-b 21 | Female| Mother school unemployed
7-a 35 Male Father Bzceg?g s Self-employed Village 10 MO Fever
7-b 30 | Female Mother Bgchelor s unemployed
egree
8-a 36 Male Father Elirgﬁon;ie\ry Self-employed Urban 4Y0 Febrile convulsion
Elementary
8-b 28 | Female| Mother school unemployed
9-a 37 Male Father Jug(l:%rorgllgh Self-employed Urban 3YO Achalasia
9-b 32 | Female Mother Asdsomate s unemployed
egree
10-a 43 Male Father Hgg;ﬁ:‘;o' Self-employed Urban 2YO Neutropenia
High school
10-b 38 | Female Mother diploma unemployed
Bachelor's 5 years'
11 30 | Female Nurse degree experience
12 34 | Female Nurse Bachelor's 9 years
degree experience
13 50 | Female| Nurse Bachelor's 23 years
degree experience
Bachelor's 6 years'
14 30 | Female Nurse degree experience
15 34 | Female Nurse Bachelor's 8 years
degree experience
16 27 | Female Nurse Ma;ter of 4 years
science experience
17 30 | Female Phys_|C|an s Stuc_len; of 2 years
assistant pediatrics experience
Physician's Student of 4 years'
18 34 | Female assistant pediatrics experience
19 28 | Femal Phys_l(:lan s Stud_em of 1 years
assistant pediatrics experience

In observance of the researcher's sensitivity & gérticipants and the data, using semi-structimegtviews to
collecting data, we tried to remain faithful teettata utilizing probing questions and proposirgydhestions that
emerge at the time of writing memos and in fadtnglating questions for data collections, emergexnf data
analysis. The research team tried to use lessréwiopis data available in the literature to extricepts related to
the study context. To avoid the problem of relyordy to the recalling the content and observancacofiracy of
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the findings and precision in regard to attentiorthte all aspects of the process of parents' decisiaking to
discharge their child against medical advice, datsirelating to memos discussed in the reseapdrtrand along
with the progression of the research became mateaaib.

Findings
Participant's characteristics, including age, selicational level, type of disease, duration opitazation and job
experience are presented in table 1.

Concepts such as "behavioral tension of staff',mioersome rules”, "parents physical fatigue", "sen$e
empowerment in home care", "lack of coordinatiotwleen the health care team" and "medical errofgtsdo the
context. The data analysis for the context revedthed the main concern of parents regarding the BAWas
"distrust to the health care team and centers"s Tuncern was created following the effect of tinddts

hospitalization to the different aspects of fansileeich as physical, emotional, mental and social.

After identifying strategies that parents used eésponse to the context, such as "prejudice on ipgsronental
beliefs related to health" and “indecision and wradety to continue care and treatment”, we triedliscover the
main strategy/process of parents to decide on tBdMA The issue of "psychological strategy of shirk
responsibility for child care and treatment "wag timain process of parents' decision-making on th&/1B.
"Distrust: shirk responsibility" was emerged aseccategory.

The results of qualitative analysis in the fieldtb&é parents' decision- making on the DAMA, revdadlemain

themes: "lack of family-centered care", "disruptiohthe parenting process"”, "distrust to the mddieam and
center" and "psychological strategy of shirk resloility for child care and treatment ". (Table 2)

Table2. The results of qualitative analysis in théield of the parents' decision- making on the DAMA

Subcategories categories Core
category
Lack of respect for the family
Lack of family support Lack of family-centered care
Lack of parent participation in the child care
Concerns within the family Disruption of the paiagtprocess

Financial concerns and social responsibilities

Not justifying the child's disease course and géaa

Failure to receive expected care Distrust to medical team and center

Fear of worsening clinical condition of the child

Clinical uncertainty and despair of parents

Irresponsible consultations

Special clinical condition of children

Feeling exiting from the crisis Psychological strategy of shirk responsibility éild care and

Aipgisuodsal Mays :1snaisig

Prejudice on improper beliefs related to the health | treatment

Indecision and uncertainty to continue care and
treatment

Lack of family-centered care

Lack of respect for the family

"Merely because the staff mistreated with me, lidlat to discharge my child against medical advice..."
(Participant 5-mother)

Lack of family support
"I'm a mother, a mother needs someone to comfattsapport her psychologically while there is notssapport
here..." (Participant 15-nurse)

Lack of parent participation in the child care
"l want to say that during the two years that mijdctvas sick, we have experienced many things béttn health
care workers, so it is annoying that your expesmdo not observe by health care workers..." (Ppditi 1-father)

Disruption of the parenting process

Concerns within the family

"Two of my children are at home, | more miss my koinwas more worried about my children, and thés wne of
the factors that motivated me to discharge my childParticipant 10-mother)
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Financial concerns and social responsibilities
"Because it's really hard, because you should gardéess of your life, my own job situation so Ishdevote time
for it, we have a life outside these walls thatneed to handle it..." (Participant 2-father)

Distrust to medical team and center

Not justifying the child's disease course and canglan

"Maybe, in some cases, they have a right to beudigld to the health care team, for example, auttam doctor
says something else, doctors are not God, and dgybay make a mistake..." (Participant 16-physicissisiant)

Failure to receive expected care
"l saw that medical errors happened in some caélseg,were upset and want to discharge, | meanthiegtdo not
trust to me..." (Participant 11-nurse)

Fear of worsening clinical condition of the child

"The truth is that most of the reason that we detith discharge is admitting the children sufferfirgn different
types of disease over there, we are afraid thatk@liget sicker and disease transmitted from otiréidren..."
(Participant 7-father)

Clinical uncertainty and despair of parents
"My child has already undergone surgery twice yfakays is in the hospital, and has not the growiegd, for how
long my child should stay undecided..." (Participa+iaither)

Irresponsible consultations
"Finally, the parents say that our family physiciantside the hospital suggested that for your chilé not
necessary to stay in the hospital, then the padisiisist of us..." (Participant 19- physician assist

Psychological strategy of shirk responsibility forchild care and treatment

Special clinical condition of children

"If our child did not suffer from additional skirrghlem and was healthy with regard to his/her otirgans, we
could stay in the hospital and not discharged... tt{€lpant 9-mother)

Feeling exiting from the crisis
"We are now working in the pediatric ward, somesrtiee family thinks her child's clinical condititias improved
and discharging the child will not be a problem.Pafticipant 12-nurse)

Prejudice on improper beliefs related to the health
"We have satisfied ourselves for discharge, we heemain beliefs, | generally do not believe imdss, we
discharged our child with trust in the belief thatd willing, our child will be recovered..." (Paiifi@ant 10-father)

Indecision and uncertainty to continue care and tratment
"l insisted | had to discharge the child, yet ihist the time for discharge, | accept that | wasng, it was better to
stay in hospital..." (Participant 4- mother)

DISCUSSION

Parents with the ill child having parenting expedes, expectations and the need for care and weatof their
childrenrefer to the health care centers (figure 1).

In the early stages of child's hospitalization atignding of the parents in the health care centiers to factors
related to the context of the health care centarh as "lack of respect for the family", "lack afriily support” and"
lack of parent participation in the child care"yrexperience lack of family-centered care. Corecepis of patient
and family-centered care (PFCC) are "dignity andpeet”, “information sharing”, "participation" and
"collaboration" [12]. PFCC is more successful wheformation is shared in an unbiased manner antiowtt
prejudice approach so that families are suppodagseé that information to make decisions relatethéir family's

health [13].
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Figure 1: The model of parents' decision making talischarge child against medical advice.

Family with ill child

Parenting

Parents'
expectations

experiences

The need for
care and
treatment of
children

Care and Treatment Center

Family context: Disruption of the parenting process Organizational context: Lack of family-centered care
Concerns within the family Lack of respect for the family
Financial concerns and social responsibilities Lack of family support

Lack of parent participation in the child care

Towards mistrust:
v" Not justifying the child's disease course and care plan
v' Failure to expected care
v" Fear of worsening clinical condition of the child
v" Clinical uncertainty and despair of parents
v" Irresponsible consultations
Psychological strategy of shirk responsibility forshild care and
treatme
v/ Special clinical condition of children
v/ Feeling exiting from the crisis
v" Prejudice on improper beliefs related to the health
v" Indecision and uncertainty to continue care and treatment
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Following this process, due to the factors reldatethe context of the family, such as "concernsiwithe family"
and “financial concerns and social responsibilitiparents experience disruption of the parentiracess for their
family. During child hospitalization the entire fdynare affected, happen the maternal role confliml must adjust
to a new conditions related to the child's disesséhat, parents need emotional, informational,ilfamsocial and
psychological support [14, 15]. Family empowerméanta supportive caring environment by increasinmifa
members' knowledge, competencies and self-efficaay motivate them to acquire the needed skilluess,
authority, opportunity and motivation to achieveided outcomes for their family and their child{é].

In addition, because of some factors related toctirgext of health care centers such as "not jistfthe child's
disease course and care plan”, "failure to recexpected care”, "fear of worsening clinical coraditof the child",
“clinical uncertainty and despair of parents" anid/édsponsible consultations" parents progress itdsvanistrust to
health care team and centers. Recently, increasedtian has been given to the issue of medicatross[17].
Health care encounters that have higher levelgust tto the health care team more likely to seedkithecare

services will be satisfied from health care servigad accept health care recommendations [18].

During mentioned events in the process of hospitibn and discharge the child, parents becauteedfrucial and
vital need for their child care and treatment dileresponsible and do not finalize their decisiondischarge their
children.

Finally, due to some factors related to the contéxthe family, such as "special clinical conditioh children",

"feeling exiting from the crisis", "prejudice on jmmoper beliefs related to the health" and "indecisand

uncertainty to continue care and treatment", parglying on their psychological strategy of shigkponsibility for

their child care and treatment, finalize their dam on DAMA. Discharging the children with complekronic

condition is a challenging condition so that sorfi¢hese children transported to a subacute pedihtrspitals for
focused discharge preparation program [19]. Coittiraf care for children with special health cameds is a key
factor representing health care provision. In tegard, parent's perceptions and experiences henitical role and
they should be actively involved in the assessraadtimproving the continuity of care for their cign [20].

The process of discharge from hospital is comptek @hallenging for health care workers and patiehterefore,
an effective and holistic discharge plan can sigaiftly improve outcomes such as patient's healtlverse effects
of improper decisions for discharge represent acpilmal assessment of readiness for dischargeadirdakdown
in communication, interaction and information trimswithin health care workers and between them toadr

patients [21].

Limitations

Because the protesting nature of DAMA for paredifficulty of their cooperation in participating ithe study was
the limitation of this study. By establishing appriate relationship with parents and explaining pnecess of the
study, we tried to overcome this limitation. Theeddo conduct interviews with the parents at theime was a
challenge for this study. By spending time projordl to time of parents, we tried to overcome thiallenge. Lack
of the time of the nurses and physician assisfantisiterviews and the challenging nature of DAM# them, were
another challenge for this study. By spending tpreportional to the time of the nurses and phyasieissistants for
interviews and explaining the process of the studytried to overcome these challenges.

CONCLUSION

It seems that providing family-centered care thfougspectful behavior with family members, supgmatents

mainly informational support and involve them i ttare of hospitalized children can help parentadé&e the best
and appropriate decision regarding continuity afecand treatment of their child or discharge theomf the

hospital. By adopting the measures to empowerahslies using informational and motivational sugpafrparents
to use health care related resources such as samikér's office and health care counselors, pareah focus on
the health care of their child without additionairfily and social concerns.

With providing honest information regarding childrelinical condition and his/her care and treatmgogress and
thus developing the trust of parents to health ¢aaen, parents are less likely to discharge theildieen against
medical advice. By developing a discharge plan frma beginning of children's hospitalization withet
cooperation of the health care team and parentcansidering all factors such as child's specialthecondition

and parent's health related perceptions and betibfisiren will not be discharged against mediahliee and will

experience better outcomes.
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