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Abstract 

Type 1 diabetes mellitus (T1 DM), a common, chronic disease, affects the patient as well as the 

family. It requires daily vigilance in blood sligar monitoring, dietmy management and insulin 

administration. 11 is a I !/elong condition for children and their parents, the management for 

which imposes a vast responsibility. This research has explored the experiences of parents 

having a child diagnosed with T1 DM Using a qualitative exploratOlY design, 12 parents raising 

children with T1 DM and Ivho are members of Ethiopian Diabetic Association partiCipated in 

audio-recorded interview. A t the time of the interviews the children ranged in age from 4 to 13 

years, with duration of diagnosis rangingji-om 1 year /0 12 years. Eight ll7ajor themes were 

identified, including issues of parental feeling and emotion,factors associated with parental 

distress, challenges encountered, family relationship, school and health care, diabetes 

education, coping and adaptation. Within each theme, numerous sub-themes were identified. The 

identification of challenges and umnet need~ of parents implies the health care and schools. 

systems should acknowledge the need and provide the required services and support. Psycho 

social,financial and emotional issues should be Inanaged and aformalfollow-up plan should be 

in place startingfrom time of hospitalization, to create access to diabetic education and raiSing 

public awareness. And, a holistic and integrated interventions at all level fram policy, education, 

and practice and research paint of view against burden of raising child with TlOM is essential. 

Keywords: type 1 diabetes m ellitlls, childrell, parellt, stress, hyperglycemia, hypoglycemia 



T H E EXPERI ENC E OF HAVI NG A CHILD DIAGNOSED WITH T ID ... vi 

Table of Contents 

Contents Pages 

Acknowledgements '" ... ........................ ............................ , ..... , ................... .......... " ...................... . iii 

AcronYln ........ ......................... .................................... ....... ....... .............. ........... ..... ..... , ............ ..... ... .. ... iv 

Abstract. .... .... .... .............. .... ....... ... ...... ......... ......................................... .. ... .... .. ............. ........... .... ... .. ..... . v 

Table of Contents ......... .... ... ........................... .................. ...... ....... .. ........ ........ ... .. .. .. .. .. ..... .. .. ....... ......... . vi 

Chapter One ......................................... .. ................................ .. .. ...... .. .. .. ... .. ... ... .......... .. ..... ..................... 1 

Introduction .. ....... ..... ... ................ .. ... ............................... ............ ............. ..... ..... .. .... ......................... ..... 1 

Background of the St udy .................................................. .. .......... .... ... .... ......... ...... ............................. 1 

Research questions .. .. ................... ................................................................................................. , ..... 8 

The research is designed to address the fo llowing resea rch questions: ............... .. ..................................... 8 

Objectives of the Study ..... ...... .. ..... .... ............ .. ............. ....................... .. ...... .. ....... ............................... 9 

Ge neral Objective .. . . . . ... . . ..... .. . . ....... . ..... . .. . .............. .. ....................... .. ... ....... .. ..... 9 

Specific Objectives . . . ... . . .. ................. . . ..... ... .. .......... ... ... ... ...... .. ... .. ...... . ..... .. . . .. .... 9 

Significance of the Study ......... ..... .. .................................... ....................... ........... ........ .... .... .......... .. ... 9 

Theoretical Approach ............... ................................. .. ................................ .. ... .... ......................... .... 10 

Fami ly system theory ...... ... .. ........... ... ..................................... .. .. .. .... ..... ... ..................... .................... 10 

Family Stress Theory .......................... .. .. .......... .. ....................... .... ................................................... 11 

T he ABC-X mode l of family s tress theo ry .............. . ........ . .. . ........... .. .. ...... .. .... .... 13 

Chapter Two .............................. ....................... .. ............... ............. ... ............. .... ..... ... .... ......... ............. 16 

Literature Rev iew ...................... .. ........... .. ...... .. ........ ......................... .... ..... ... ................. .. .. .. .... ............. 16 

Experiences and perceptions of parents ........ ........................... ................... ...... .. ........ .... ................... 16 

Parenting stress and a child health outcome ...... .. .. ...................... ...... .... .. .................... .. ...... .. .............. 1 9 

Parenting and management of diabetes ......................................................... .. .... ....... .. .. .. ................... 21 

Family relationship and diabetes l1lanagel1lent.. .... ................ ... ....... ........... ........ ...... ................. .. ... ..... 23 

Suggested intervention mechanisms ............................................ ............. ... ... .. ..... ................ ....... ...... 27 

Chapter Three ........................................ ........................... ..... ........... .... ... .... ... ... .... .. .. ............................ 29 

Method................. .. ............ .... ..................................... ..... .. ...... .. ...... ...... ................. ........... .......... .. 29 

Phil osophica l stance ....... ....... .. ..... ....... ............................... ... ........ ........... ....................... 29 

Research Des ign ............. ... ..... .. ............................................................... ... .... ............................ .. ..... 29 

Study setting ................................... .............................. ..... ...... ....... ..... ........................ ...................... 30 

Selections of participants .......... ... .. .. .. .. .... ... .. .. ............................ .. ................. .. .... ....... ....................... 31 

Inc lu s ion c r iteria ............................. .. .. .. ......... .. .. .... .......... .. .... ...... .. .. .... .. . .. . ...... 3 1 



THE EXPERIENCE OF HAV ING A CHILD DIAGNOSED WITH T I D .. . vii 

Selection and size determination . ..... ................................ ....... .. .. ................ ..... .............. ... ............... 32 

Methods of data collection . . ........ ........ .. .. .... ..... ......... .... ..... .......... .... ......... ... .... ... ....... ... ......... ... . 32 

instrUI11ent deveiopillent ......... ............. " ........ ..................... ... .. .... ........ .. .... ........ ... ..... ............ ......... ... 33 

Data coll ection process ............... ........ ..... .. ... .. ....... ............... ..... ................................................... ... .. 33 

Data Analys is Method .... ............ ... .. ...... ........ ......... ... .. ............................................... ....................... 34 

Assuring the trustworthiness of the Data .. .. ....... ...... ... ... ..................... ..... .. ......... .......... ................ ...... 35 

Ethica l consideration ..... ........................ ..... .. .... ... ... .... ....................................................................... 35 

Limitation of the study .................... ................. ............ ....... ........ ...... .................................. ............... 36 

Chapter Four .......... .. ....... .... ..... .. . ..... .. ................. ... ...... ....... ................. .................. .. .......... ...... .. ... ....... 38 

Finding ...... .......... ............ .... ............. ...... .. ....... ..... ....................... .............. ..... ..... ........... ..... .. ... .. .. ... ... ... 38 

Parenta l feeling and emotion ........ ... ... ....... ...... ... ............... ... ...... .. ......... ........... ... .. ......... .. .... .... ......... 40 

How Parents knew about their Child ren ' s Diabetes Status .. ... .. .................. . ......... . 40 

Parenta l distress .. .... .. .. . ...... ... ... .. . ... ..... .... .............. ... .. ...... . ..... .... ............. .. . ..... .. 43 

Factors associated to distress ................................ .... ................... ........ .................... ........ ........ ...... .... 44 

Onset of the di sease .... ............... .. ... .................... .. . ... . .. ... ... .. .. .. ............... ... ... . : .. 44 

Child d iabetes management respons ibili ty ........................ ... .. ....... ...... ...... . .. . ... ... 45 

Child worries of d iabetes ........ .. .......... .. ....... ... ... .... . ...... . .. ...... .. .. ... . ... .. ....... . ..... .. 45 

Challenges parents encountered ......................................................................... ........ .. .... ..... ..... ........ 46 

Phys ical Manage ment of Diabetes .... ............... .. ........ . ....... ....... .. ......... . ..... .. .. ..... 46 

Administering insulin outside home ........... .. ................ ...... ...... ........... .. ....... .................. .... .... ... .. ....... 47 

Children inabil ity to recog ni ze symptoms .. ................ ... .. .... . ..... . .. .. ... .... ......... .... .47 

Pressure o f re lated illness on diabe tes management ......................... .. .............. ... . 47 

Psychologica l cha ll enges .... .. .... .. . ....... .. ......... .. ................... ... ...... ... .. .... . ... .. . ..... . 49 

Socia I cha Ilenges ..... .. .... .... ... ....... ... .... ..... .... ..... .... .. ... .. ....... ... ........ ...... ... .......... 5 I 

Eros ion in soc ia l interact ion ..... ......... .... ... ....... .... ...... ... ... .... .. .. . ...... ..... .. . ..... .. .... 53 

Econom ical cha ll enges ......... .. ... ........ ......... . ....... ... ......... .. ..... . ...... .. .. .. .. .. ........... 53 

Employment change ....... .... .............. . ..... ...... ...... ... ......... .. .. .... .. ....... ........... ....... 54 

Family communication and relationship .. ...... ...... ....... ....... ........ ...... ... ....... ....... ...... ............. ........ .... ... 55 

Parental d isagreement ........ ......... ... ....... ... .. .. .... .. ..... .. ........ .. .. .. .. .. ...... .. ........... ... 55 

S iblings and Extended Fami ly Support and commu nicat io n ... .... .... ... ... ...... ........ .. . 56 

Change in famil y li festy le .......... .... ........ .. ....... ..... ................... . .. . ..... . .. ... ......... .. 57 

Ex tend ed Fa mily member mi sunderstand in g ofT I DM ... . .. .. ... ... .. . ..... . .. ... .. ........... 57 

The pos itive side of child d iabetes .. .. .. ....... .. .......... .. . ............ ....... .... .. . ..... .. .. . .... . 57 



THE EXPERIENCE OF HAVING A CHILD DIAGNOSED WITH TID ... viii 

School related Issues ......................... ......... .............................................................. ......................... 58 

Cooperatio n from schools . ..... .. ... ... ..................... .. ......... ...... .. ......... ........... .... .... 58 

Creat ing awareness for the schoo l ............ ................. ......... ... ....................... .. .... 59 

S upport from the ch ildren ' s friends .................. .... ....... . ............... ......... .............. 59 

C hallenges as sociated w ith sc hoo l lunc h .......... .. ....... .. . ... ... .... . .. . .. ... ........... .. ... .... 59 

Health care services ................ ........... .................. ........ ... ...... ... ............................ ...... .... ................... 60 

Hosp ita l experiences at the t ime of d iagnos is ................. . ........ .. .............. . ........ : .. 60 

Healthca re providers approach ....... ........ ...... ... .......... .. ...... .... ............................. 6 1 

Hosp ital di scharge ........ .. .. ... ................................ . .. .... . .. . .. .... .......... ..... ...... ....... 62 

Information at the ho spita l ..... .. ... ... .... .... ..................... .... ... . ... ......... .. ..... .... ... ..... 62 

Diabetes education ... .. ........................................... ...... ....................................................................... 63 

L imited Kn ow ledge about diabetes manage ment/ OM ..... . .............................. ...... . 63 

D iabetes education ......................................................... ... . ... ........... ... ........... ... 65 

Coping and adaptation ................................ ........ .............................. ......................... ..... ................... 65 

Develop ing a pos itive attit ude ....................... . .................... . ... .. .. . ... ..... .. ... .. ........ 65 

Increas ing diabetes management know ledge .............. . .. ...... ......... . .. ..... . .. .... .. .. .... 66 

Meeting other c hildren with T I DM ..................................... .. .. .... ....................... 67 

Ta lk in g w ith o t her parents and partic ipati ng in activ ities hosted by the assoc iatio n 67 

Chapter Fi ve ... .. ........... .... ........ ....................... ............................ .. ........................................................ 69 

Discussion ......... .. ........................................... ......................... .......... .. ..... .. .... .. ..... ...... ......................... 69 

Relating fi ndings with theoretical perspectives ......... .. .................................................. ...................... 73 

Fam il y system theory ............. .. . .. ............ . ........ . .. . .. . ............. .. ........ ................... 73 

Stress theory ............. .... . ...... ... ............ . ........... . ..... ........... .. .... .... ..... . ..... . .......... 74 

Chapter Six ......... .......................... ...... ... .. ............................................... ... .................... .... .. ................ 77 

Conclusion and Impl ication .................. .. ........................... ............... ......................... .. .. ..... ................ .. . 77 

Conclusion ... ... .. .. .......................................................................................................... ....... .......
...... 77 

Implications .. ...... .................. ........... ....... ..... ................ ........................................ .... .. ........... ..... ...... .. 77 

Im p lications for policy ............ ... ...................................................... .... ............. 77 

Implications fo r soc ia l wo rk practice a nd education .............. ................ .... .. . ........ 79 

Implicatio ns for resea rch . ................ .. ........ ...... ... ... .. ... ...................... ............. . : .. 80 

Reference.............. . ......... .. .......... ... ................ ... ... ... .... ......................................... ...... .. .................... 82 

Appendices ............. ....... ................... ... .... ............... .. .. .......... ... ....... ...... ............. ... ............ .................... 90 



T HE EXPERIENCE OF HAV ING A CHILD DIAGNOS ED WITH T ID ... 

Appendices A: Informed consent 

Appendices B: In-depth interview guide 

Append ices C: Amharic versions of in formed co nsent and data co llection too ls 

ix 



THE EX PERI ENCE OF HA VING A CHILD DIAGNOSED WITH TI D ... 

Background ortltc Study 

Chapter One 

Introduction 

The (201 '1) Inte rnational Diabetes Federat ion (I OF) Atlas (6th edition), reported 387 

million people or 8.3% or I in 12 peo ple of the world's population have d iabetes worldwide 

in 20 I 4. Of these more than 70% live in the deve lop ing countries. It furth er estimate an 

increase to 592 million by 2035 and the largest share taking place in reg ions found in 

developing countr ies. I in 2 diabetes people do not know that they have it and in every 7 

seco nds I person d ie ITo m d iabetes resu lt ing in the death of 4.9 million people in 20 14. 

Sim ilar ly, the International Insulin Foundation (201 4) reported that worldwide, 3.2 mi llio n 

deaths are attributed to d iabetes every year compared to 3. 1 millio n for AIDS. 

Accord ing to the (20 13) Internationa l Diabetes Federation (!DF) Atlas (6th edition) 

there are almost 500,000 children aged less than IS years with TI OM worldwide, the largest 

number being in Europe (129,000) and Nottl, America ( 108,700). Countries with the highest 

estimated numbers o f new cases annua lly were the Un ited States (13,000), Ind ia ( 10,900) and 

Braz il (5000). 

Diabetes mellitus, or simp ly diabetes, is a chronic d isease that occur when the 

pancreas (a g land organ in the digestive syste m) is no lo nger ab le to produces a hormone 

called insulin, in whic h the body is not ab le to correct ly process g lucose for cell energy due to 

either an insuffic ie nt amount of insulin or when the body cannot make good use of the 

avai lable insul in. Insulin enables the body cells to absorb glucose to produce energy (I0F, 

2014). Nevertheless, diabet ic indiv iduals e ither cannot produce this hormone properly o r the ir 

body cannot appropr ia te ly use it for usual body functions (S ingh, 200 I). 

Diabetes by itself is a long lasting and chronic disease. But people with diabetes a lso 

have an increased ri sk of develo ping a number of ser ious health problems. In a lmost h igh 

income countries. diabetes is a lead ing cause of ca rdiovascular disease, blindness, kidney 

1 
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fai lure, and lower amputation (IDF, 20 14). Although other specifi c types of diabetes also 

exist, according to IDF (20 14), there are three main types of diabetes. These are type I 

diabetes mellitus (T I DM), type 2 (T2DM) and gestational diabetes mellitus (GDM) (WHO, 

1999). 

TI DM used to be called j uvenile onset diabetes or insulin dependent diabetes. In this 

case the bodies e ither produce little insu lin or it cannot produce any insulin. It is usua lly 

caused by an auto immune reaction where the body' s defense system attacks and distracts the 

beta cell that produces insulin. At present, TI DM cannot be prevented or the reason why hi s 

occurs is not fully understood and the risk factors for TI DM are sti ll be ing researched (Si ng h, 

200 I ) .. The development ofT I DM is usua ll y sudden in previously healthy children. The 

disease may affect peop le o f any age, but usually develops in children or young adults 

typically beginning in early li fe . People with this fo rm of diabetes must replace lo st insulin 

with da ily inject ions of insulin otherwise many die withi n months if not weeks (Singh, 2001). 

T2DM used to be called non- insulin dependent diabetes or adult onset diabetes, and 

account for at least 90% of a ll cases of diabetes. In this type of diabetes, the pancreas 

produces insu lin, but it does not yield suffic ient aillount o r the.body may have d iffi cul ty in 

using it properly. It is often, but not always, associated wi th overwe ight and obes ity which 

itself can cause insu lin res istance of deficiency and lead to high blood g lucose level (ADA, 

2012). 

Gestational dia betes (G DM) is a form of diabetes cons ist ing of high blood glucose level 

during pregnancy. It develops in I in 25 pregnancies worldwide and is associated with 

complications of both mother and baby. Woman with GDM and their children ·are at an 

increased risk of develop ing diabetes later in life. Approxi mately half of women with a 

history ofGDM go on to deve lop T2DM with in 5 to 10 years aft er del ivery (IDF, 2014). 

Despite the limitat ions and with a few data available o n sub- Saharan Afr ican children 

Majaliwa, Elusiyan, Ades iyun,et al.(2008) repOlted the prevalence of Ju venile diabetes 

2 
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mel litus less than 1/ 1000 while the inc id ence range between 1.5/ I 00000 in Tanzania to 

2011 00000 in Morocco. The above source also reported that in Ethiopia, it is said to account 

for 9.8% of patients attend ing diabetes c linic in Addis Ababa and Gestat ional diabetes 

prevalence varied from 0% in Tanzania to 9% in Ethiopia. The report a lso notice that the 

dangerous compli cation of diabetes in which the chemical balance of the body becomes too 

acidic named dia betic ketoacidosis (DKA) and becoming the leading calise ofT 10M children 

death in Africa and documented to be the most common fo rm of representation in the 

sequence from Tunisia, Ethio pia, and Sudan. MOitality due to TI OM was found to be very 

high with a rate of 42.6% in Sudan (Maja liwa, Elusiyan,Ades iyun,et a i, 2008). 

Besides the physical and psychological prob lem it bring, the treatment ofTI OM is 

a lso extreme ly costly and it is a financ ial burden to families and government in Africa 

countries where many live on less than US $1.00 per day. For example, the government of 

Mozambique needs to prioritize between providing insu lin fo r I person for a year or essential 

medicine for a lmost 40 others ( II F, 2014). 

S imilarly Ethiopia, which is one of the developing nat ions, is at a risk of increased 

diabetes incidence and its diversified negat ive effects. In Eth iop ia, the number of deaths 

attributed to diabetes reached over 2 1,000 in 2007 (D iabetes At las, 3'd ed it ion) . 2- 3% of the 

popu lat io n is est imated to live with diabetes in Ethiopia and the IDF regional estimate fo r 

comparat ive diabetes prevalence was 5.7% for the year 20 13. 

This increase in the number of d iabetic patient nationw ide has led to the provisions of 

diabetes care al general outpatient cl inics and hospitals. The opening of special ized diabetes 

clinics at Black Lio n Spec ialized, Zeweditu and Yekatit 12 hospitals can be mentioned as an 

example. Several hosp itals in the regions have also started diabetes care as a general 

outpatient service. The GondaI' Co llege orMedica l Sciences has an outreach program to rural 

areas to provide diabetes care. The Ethiopian Diabetes Assoc iat ion has a lso tried 10 contribute 

its part in d iabetes prevention, care and treatment. Current ly, more than 900 ch ildren and 

3 
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youth are members ofEDA. Almost all d iagnosed with T I OM. The associat ion supports the 

activities of the diabetic center fo und in the premise of Black Lion Special ized Hospital 

(EDA, 20 15). 

TI DM is a lifelong condition fo r chi ldren and the ir parents, the management of which 

imposes a vast respons ibility. Parenting a child with a long lasting and li fe-threatening illness 

is very difficult and can have a negative impact on many aspects of the parent's family life. 

This also is the case with T 10M, as there is an intens ive management plan that must be 

executed da ily, which includes blood glucose monitor ing, insulin administration, careful 

monitoring of diet/ca lories and exercise a ll of which potentially invo lve parents. Although the 

treatment and manage ment ofT I OM is comple x, life long and demanding very little or 

nothing is known about the experience Ethiopian parents go through during the diagnosis of 

TI OM of their ch ildren. Therefo re, this study is conducted to shade light from this angle. 

The aim of this study was to explore the experi ence of parents having a ch ild diag nosed with 

TIDM in the cu [t ura[ setting of Ethiopia, particu [arly the case of so me selected parents who 

are a member of Eth iopian Diabetic Association. The study was carried out in Add is Ababa, 

at Tiklll' Anebessa Speciali zed diabetic center and EDA head offi ce. 

Before two years ago my li tt[e s ister aged [0 was diagnosed with T I OM which was a 

traumatic eve nt for the who le fam ily. But, thro ugh time when we jo in the Et hiop ian Diabetic 

Assoc iation, [ rea lized that not only my fam ily, but more fami lies and parents are helplessly 

suffering fro m the ir child diabetes re lated stress and da ily fig hti ng with the co untless 

problems. I saw and start to personally meet children living in a very heartbreaking situation. 

But, no one was there to be a he lp except the associatio n with its limited capacity. Contrary to 

the fact , [ recognize that the issue is not known well by the society, expected governmental 

and, nongovernmental organ izations and even by professionals on the area. This is why [ 

statted to develop the interest not only to conduct a research on the topic but, also the reason I 

joined the School of Social Work fro m the beginn ing, to have a profession that can 

4 
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practically co ntri bute on the area. 

Statement of the problem 

A number of studies have been conducted on var ious dimensions in relatio n to 

children with TI OM worldwide. Eccleston, Palermo, Fisher, and Law, (20 12) ; Landolt, 

Vollrath, Laimbacher, Gnehn and Sennhauser, (2002); Vicki, Dorothy, Oscar and Linda, 

(20 11 ) invest igated the impact of parenting a child with TI OM. They indicated that parents 

of these children often have difficulty o f balanc ing care fo r the ir children with other 

responsi bilities such as work, socia l life, finance and other househo ld tasks. As a result , they. 

may experience more stress, wo rries, sad feelings, famil y arguments and troub ling ch ild 

behaviors. Landolt , et a I. , (2005) showed that the newly diagnosis ofTI DM children is a 

traumatic and the treatment is stressful event for parents and it is likely to produce symptoms 

of anxiety and depress ion. Additionally, families with hig h levels of general life stress was 

identified for be ing at risk for both poor parenting and ch ild physical and mental health 

outcome ( Vicki ,Dorothy, Oscar and Linda,20 I I). 

Researchers examined the relationsh ip between parenting stress, metabolic control 

and depress ive symptoms in ado lescents with TIDM. Positive relationship were found in a 

more recent systematic review published by Elina, Evangelos, Alexopou los, Charikleia , 

Christina, Geo rge, and Chrousos, (20 14). The finding showed that positive famil y 

funct ioning was strongly related to patients' glycem ic control , while family conflict was 

adversely associated with g lycemic control. 

Simi larl y, Whitney, Rusan, Clari ssa, and Ani l Kumar (20 12) exam ined the associat ion 

of fami ly organization with metabo lic contro l in adolescents with T IDM. In the findin g 

greater famil y o rganization and self-e ffi cacy was associated indirectly w ith success ful 

management ofTI OM in adolescents. High fami ly restrict iveness was a lso associated with 

poorer metabolic control in a study conducted by Inge, Brett, and Dan ie l, (2013 ). Whereas, 

other researchers indicated that changes in parent-<oh ild re lation pattern or commun icat ion 

5 
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did not predict changes in glycem ic control or treatment adherence (Jeannette, Jennifer, 

Jennifer, Alan ,& De nnis,20 14). In line with this concept Deborah ,Chong, Debra, Jonathan, 

Peter, and Cynth ia, (2014) exposed that declines in pare ntal responsibility were re lated to 

deteriorat ion in adherence and growth in se lf-efficacy. Ariana, Robin, Karl, Kathryn, and 

Margaret, (201 4) and Wysocki, Taylor, Hough, Linscheid, Yeates, and Naglieri, ( 1996) 

exp lored a transit ional pattern of se lf-managem ent with a high frequency of diabetes care 

activ it ies, problem solving and goa ls and vari ab le amounts of collabo rat ion w ith parents. 

Their findings revea led that transferring too much respons ibility of diabetes management 

trom parents to a ch ild is associated with poo r treatment adherence, poor diabetes knowledge 

and more hosp italizations. 

Though, most of the above findings focus on the positive relationship between 

diabetes manage ment and fami ly support a study co nducted by Kath leen ,Michael , Jame , 

Dennis, Linda , (20 12 ) found out that diabetes management improved over time among 

emerg ing adults with TI OM regard less of whether yo uth are in high schoo l or post-high 

schoo l and whether living with parents or not. Hanson, Henggeler, Rodrigue, Burghen and 

Murphy, (1999) exa mined the health and behavio r of diabet ic youths living with single 

mothers. They demonstrated that these children are no better than diabetic children in a two­

parent fam ily. The contradictory findings from the Overstreet, Goins, San, Holmes, Greer, 

Dunlap and Frentz, (1995) suggested that diabetic ch ildren who live with single parents are in 

poorer metabolic control than those in two-parent families. However, despite such 

contradictory findings, Miller, Emery, Marv in , Cla rke, Lovinger and Martin, (1994) 

concl uded that greater involvement from parent s of children with TI OM as compared with 

that of parents of children without diabetes is esse ntial. 

The psyc hosocial impact of diabetes in ch ildhood is ubiquito us and invo lves the entire 

family, as well as sc hools and soc iety as a who le. Nationa l Co llaborating Cent re for 

Women's and Chi ldren's Hea lth, (2004) investigated and conformed diabetes in infants, 
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todel lers, older children, and adolescents poses serious physical, mental , and emotio nal 

challenges. Other researchers who were interested in the area are Grey and Cameron, ( 1995) 

also rep0l1ed that depression, eating, cognitive and behavioral di sorders, attachment 

difficulties and family dysfunctions are among the major impacts ofTl OM in ch ildren's 

psychosocial life. Specifically a study conducted by Sidd harth, and Yatan, (20 14) suggests 

that suicidal ideas and attempts are more frequent in patients with diabetes mellitus than 

hea lthy or med ica ll y ill contro ls. 

A qualitat ive study was a lso co nducted by Donna, Noshin , Shaun,(2013) to exp lore 

children's and adolescents' perspect ives about diabetes se lf-care, their know ledge of diabetes, 

and their emotions assoc iated with having the d isease. And the study offe red val idat ion to 

emotional support, alo ng wit h disease educat ion, supportive co ndi tions for engaging in se lf­

care and a process 0 f acceptance. 

Factors that influence adaptation to TI OM in chi ldren and more spec ific parent­

re lated factors on the health and behav ioral fun ctioning ofT I OM children's has been a lso 

studied. A research conducted by Robi n, Sarah , Jia and Margaret (2007) showed that, 

individ ual and fam ily characteristics and famil y responses influence the level of adaptat ion to 

TI OM in chil dren. Child's cooperation, crises and experie nces, economic challenges, and 

parental partic ipation in care fo und out to be the major mediating factors of the parental 

cop ing process with the ir children ' s T I OM (Fatemeh , Neda, and Hosse in, 2013). 

Aware of the existing literature it is possib le to say that parenting and ch ild TI DM is 

a highly researched social prob lem. However, when we look at the exist ing literature in 

Afi·ican countries,(Maja liwa, Elusiyan, Adesiyun,et al. ,2008; II F., 2014,Sara Boseley, 2003: 

Makame, 1993 ; Ha ll , Tho msen , Henriksen, Lohse,20 11 ) have conducted research ma inly on 

the prevalence and incidence of child diabetic reveli ng the 'shocking' shortage of insulin, 

missed diag no sis and the epidem iologica l trends, incidence rate and public health 

implications of diabetes in Sub-Saharan Africa. Though, different from these dimensio ns 
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Jarova, Dube, Tivchev, and Chivengo, (2007) investigated and di scussed the onset ofTI DM . 

in African ch ildren, in relation to stress and variolls harsh socia-economic and environmental 

circumstances in the case of Z imbabwean children. 

When we look at the ex isting literature in Etlliopia, they are limited to published 

magazines by Eth iopian Diabetic Association and researches conducted as un iversity thesis in 

the department of public hea lth, information science and med icine. So lomon Gebremariyam, 

(2013) examined the prototype self-learning knowledge-based system in d iagnosis and 

treatment of diabetic patients. Tefera Mu lugeta, (20 I 1) conducted an assessment on cognitive 

status of patients with T I DM. Alemu and Watkins, (2004) examined access to diabetes care 

in Eth iopia and Suera fealem Assefa, (2011) examined the level and the magnesium 

supp lementation to type 2 diabetics. In general, only the prevalence, nutrition and medical 

treatments of diabetic patients are emphasized in al l of the above local researches. The 

studies gave no or litt le attention to specific groups ofTI DM children and the in-depth 

psychosoc ia l aspect onhe sit uation. 

None of the studies done in Ethiopia addressed the effect of having a T I DM child on 

parent's, coping mechanisms used by parents and the social, psychological, and econom ica l 

aspect of child ren with T I DM. Moreover, the studies co nducted in other countries at a globa l 

leve l might not be va lid for Eth iop ian setti ng since there are major cultural, environmental, 

econom ic, soc ietal and spiritual disparities bet ween nations. Thus, this research aspires on 

exp lori ng parents' experience of having a child d iagnosed with TI DM in the Ethiopian 

context, as there is a need ofa particular research to fi ll the gap in the exist ing literatures of 

social work domain. 

Research questions 

The research is designed to address the follow ing research questions: 

I . What are the acqui red diabetic know ledge by the parents and soc ia l support services 

adapted to the need s of parents to the diagnosis T I D in their children? 
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2. What are the fee lings and reactions of parents towards having T I OM child? 

3. What effects does childhood diabetic have on the li fe of the family? 

4. What are the major psycho log ical, social and eco nomic cha llenges encountered by 

parents? 

5. What are the parenta l coping and adaptat ion mechanisms used to the diagnosis of 

T1 OM in the ir child? 

Objectives of the Study 

General Objective 

The mai n objective of this study is to explore the experiences of parents living with 

TI OM child in Add is Ababa, Ethiopia. 

Specific Objectives 

With the a im of reaching the above genera l objective, the study a lso has the following 

specific objectives :-

• explore fee lings and react ions of parent s towards hav ing TIDM child; 

• Explore the effects of ch ildhood diabet ic on the life of the family; major 

psychological, soc ial and econom ic cha llenges and changes encountered by parents 

having T I OM child. 

• Explore the parental co ping and adaptation mechanisms used to the d iagnosis of 

TIDM in their child . 

• Explore if and what, socia l support services are available to the needs of parents with 

TID child and needed support. 

Significance of the Study 

There was no prev ious s ignificant study conducted on the situation ofT I OM chi ldren 

and their parents in Eth iop ia spec ifica lly. Therefore, this stud y will provide some useful 

di rect ion and information for cond ucting further researches in the area. Addit ionally, it 

provides evidence fo r socia l wo rkers, governmental o rgani zations and c ivil societies to 
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intervene in the situat ion. Thus, the study is important in encouraging further studies and 

practical actions that benefit the chi ldren w ith diabetes and their families spec ially who are a 

member of Ethiopian Diabetes Assoc iation. 

Theoretical Approach 

Social theo ries are general frameworks or too ls of empirica l evidence used to study, 

understand and describe the world and interpret soc ia l phenomena. It is an explanation of 

observations that can show us how to intervene, predict behavior, guide research, answer 

questions about particular phenomena and understand data in an organized way (Smith, 

Hamon, Ingolds, and Miller, 2009 ; Joed, and Samantha, 2009). 

In social sciences, it is unrealistic to find only one way or a s ingle theory to 

understand soci a l phenomena, particu lar ly those as complicated as individuals and families. 

Thus, the se lection and usefulne ss ofa theory is measured by its ability to describe or predict 

some eve nt or behavior (Babbie, E, 2004). Therefo re, in this part of the paper I wi ll prese nt 

theories and a model t hat are used for guid ing and directing my research. More than one 

fi'a mework is used here because co mpl ete assessment and eventual implementation of a 

concept requires a mastery o f and the use of mult ip le theories. No s ingle theory is appropriate 

for all members of an audience. 

A growing interest has been on the topic offamily and parent ing worldwide, fam ily 

st ress theory and the ABCX model has been accepted as an appropriate theory beg inning 

fi'om the 1930s whi ch gu ides most contemporary fam ily researches and laid the foundation 

for most empiri cal researches on the area (Joed and Sama ntha, 2009: Suzanna, 1984). In 

addit ion, fam ily system theo ry is used to guide thi s research as it is as an overarch ing 

fi'amework, and the emphasis of this research is on the interactio n and interrelatedness of 

fami ly mem bers and their affects in turn. 

Family system th eo ry 

It is ge nera ll y be lieved that family systems theory emerged primari ly in the 1960s. 
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The fami ly systems theory is a theory introduced by Dr. Murray Bowen that suggests that 

individuals cannot be understood in iso lation fro m one another, but rather as a part o f the ir 

fami ly, as the fa mi ly is an emot ional unit. Families are systems of interconnected and 

interdependent ind ividuals, none of whom can be understood in isolation fro m the system. In 

fam ily systems theory, a fa mi ly is much more than a collection of ind ividuals who live 

together and are related to each other. Rather, as a nat ura l soc ia l system, it has a ho listic 

quality possess ing its own rule, characters, communication patterns and power structures 

(Smith, Hamon, Ingo ldsand Miller, 2009). 

According to Bowen, a fami ly is a system in which each member had a role to play 

and rules to respect. Members of the system are expected to respond to each other in a certa in 

way according to thei r ro le, which is determined by relationship agreements. Withi n the 

boundaries of the system, patterns develop as certain fa mi ly member's behav ior is caused by 

and causes other fami ly member's behaviors in predictable ways. Maintaining the same 

pattern of behaviors withi n a syste m may lead to balance in the family system, but al so to 

dysfun ction (Smith, Hamon, Ingolds and Miller, 2009). 

This theo ry be lieves that, no behavior can be understood in iso lation and if a person 

shows symptomatic behavior, it is seen as representing a dysfu nct io nal system. They a lso 

believe in circular causa lity w hich states: in human socia l interactio n, there are a number of 

fo rces mov ing in many d irections s imultaneo us ly and in the process, there is a repetit ive 

pattern of interaction which has a Illut ual influence. This wi ll guid e the behavior of a person" 

not a liner cause or o ne event (S mith, Hamon, Ingo lds and Miller, 2009). 

I used these two theo retica l perspectives in ana lyzing the research. Fram ing the 

interview guide, understand ing, describ ing and interpret ing the phenomena and d isusing the 

find ings. 

Fa mily Stress T heo ry 

Throughout history, fa milies have dea lt w ith stress and crises ( Joed and 
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Samantha,2009). A lt hough its widespread use comes later, through modified, famil y stress 

theory, which looks at how the fam ily as a system dea ls wit h challenging situations, stress or 

events, was deve lo ped while professor Reuben Hill ( 1949) studied family reactions to the 

depression o f the I 930s and later to wart ime during World War " (S mith, Hamon, Ingo ld s, 

and Mi ller, 2009: .loan, 2002). 

Hill , as a resu lt theorized that there are two comp lex variables which act to buffer the 

family from acute stressors and reduce the direct correlation between multiple stressors and 

fam ily crisis. These were formu lated into what he call ed his ABCX theory of famil y stress or 

crises model which was one of the earliest theoretical explanations of how families dea l with 

related stress, vary in their responses to stress and determine how successfully a family 

manages stressful events (Joed and Samantha,2009). Family Stress Theory is a 

developmental theory borrowed fi'om fam ily science, which explores why some family 

systems adapt and even grow and thrive when faced with situational stressors or transitional 

events, while other family units deteriorate and dis integrate under similar circumstances 

(Cynthia, 2000). 

Both positive and negative events can cause stress. A crisis is reac hed when the 

family is no longer able to maintain its usual balance because of the stressor event or when it 

can no longer maintain the status quo using their existing ind ividual or collective fam ily 

resources (Smith, Hamo n, Ingo ldsby, and Miller, 2009). Generally, family stress becomes 

problematic whe n the leve l of stress causes a disturbance within the fam ily system or o n 

individual family members (Suzanna, 1984: Joed and Samantha, 2009). 

Surviving family crises is not all bad news there are some possible positives. Families 

often functio n bette r and become more co hes ive after a crisis than they were before. (S mith, 

Hamon, Ingo ldsby, and Mi ller 2009). In fact, researchers and theo rists have generalized 

about the positi ve outcome of crises. Hardship may increase fami ly functioning and solidarity 

(Joan M. Patterson, 2002). 
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According to Smith, Hamon, Ingo ldsby, and Miller (2009) the impact of such positive 

or negative change on the fam ily depends upon two things, how easi ly and adequate ly a 

family able to adapt their family roles to meet the needs ofthe situation and how cohesive 

prior to the stress the fami ly were. Therefore, according to the theory fami lies who were 

organ ized and co hesive prior to the stress were best able to deal with eco nomic losses, 

whereas disorganized fami lies faced furth er breakdown (Joan, 2002). 

Family stress theory sets forward acute stressors, wh ich co uld lead to fam ily cri ses, 

including physical , emotional , or relational cri ses. Families go through four stages when 

faced with such stress ful situation: cr isis, disorganization, recovery, and reorgan ization 

(Smith, Hamon, ingo ldsby, and Miller 2009). These costs not only affect the stressed 

individual but a lso the fami ly and the surround ing community (Joed and Samantha, 2009). 

The ABC-X model of family stress theory 

Hill' s model of family stress helps consists of three variables, A, B, and C, which 

interact to bring about a product, X (Joed and Samantha, 2009). A be ing the stressor (the 

event), interacting with B (the family's crisis-meeting resources or strengths), interacting 

with C (the definition/percept ion or attribute meaning the family makes of the event). If the 

family cannot immediately figure out how to solve the problem, th is will lead to crisis and 

produce, the X (the crisis) component of the model (Sm ith, Hamon, lngoldsby, and Miller, 

2009; Joed and Samantha,2009). 

The model is co mprised of two dist inct patt s: the adjustment Phase and the adaptation 

Phase. Each phase descr ibes the family's abil ity to cope with illness, or stressors looking at 

family strengths, resources, and coping/problem-solving abi lities. 

Stressor Events (The A Factor): 

Borrowing the definition of Boos, 2000, Joed & Samantha, (2009) defined the stressor 

event as an occurrence, positi ve o r negative, that either changes or has the potentia l to change 

the family system. The sou rce of stresso r events can be e ither internal or external. External or 
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non vo lit ional events whi ch the family has no contro l, are more like ly to increase the family's 

stress level, making the family more vulnerable to cr is is (Joed & Samantha, 2009). 

In re lat ion to the above concept Cynt hia (2000) identified four basic assumptions within the 

origina l fa mily stress model developed py Rueben Hil l in 1949. These were: - (I) 

Unexpected/ non normat ive/ unpred ictab le, or unplanned events are usually perce ived as 

stressfu l. (2) Events within the fami lies, such as serious illness, are more disruptive than 

stresso rs that occur o uts ide the family, such as war, flood, or depression. (3) Lack of prev ious 

experience with stressor events leads to increased perceptions of stress. (4) Ambiguous 

stressor or events which the fam ily is unable to c larifY what is happeni ng, to whom, and for 

how long, are more stressfu l than non-ambiguous events. 

A chronic stressor often persist over time, leads to a crisis since the fami ly probab ly 

will exper ience additional stressors throughout its duration, caus ing more stra in on resources· 

because the situation is resistant to change. In addition, events or stress that accumul ate or 

occur at or abo LIt the same time or stress toget her w ith other events rather than anyone 

isolated stressor event is more likely to increase fam il y stress, decrease the fa mily'S coping 

abilities, and cause a family cr isis (Joed and Samantha, 2009). 

Resources (Tlte B Faclor): 

According to Joan,2002 Hill theorized that the individual me mbers, the co llective 

fami ly, and the comm un ity are the potential sources for that fami ly reso urces and assets that 

help the fa mily prevent or buffer an event from causing a cr is is state and assist the fam ily in 

problem solving to enhance the family's coping strategies. 

Individua l resources include intelligence, educatio n and acqu ired ski lls, personality 

characterist ics, phys ical and psychologica l health, self-esteem, and a llocation oftime. The 

fam ily'S resources are fam ily cohesion, which is the interconnectedness offamily members 

through the sharing of interests, values, affection, positive fami ly bonds, effective 

communication, and support (Cynthia, 2000). Comm unity resources also are effective in 
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helping fam il ies deal with st ress. These resources are defined as those resources avai lable 

fi·ol11 outside the family unit, slIch as religiolls institutions, government agencies, social 

support, as we ll as across fam ily variables: is viewed as a primary buffer for preventing 

fam ily breakdo wn due to stress (Cynthia, 2000: Joed and Samantha, 2009). 

Meanillgs (The C Faclo/~: 

Percept io ns (C Factor) include the range in cognitions and attitudes between hope and. 

personal effectiveness vs. despa ir, and helpless ness. These two comp lex factors relate 

together with the acute stressors and ongoing socia l co ntext of chron ic stressors, to predict 

fami ly crises (Cynth ia, 2000). People, including fami lies, are continua lly trying to 

understand, ass ign and form meanings about the stressor event they live in. As they are 

influenced by three key factors: the fam ily's value system , previous defin itions used, and 

previous experiences in hand li ng crises. Famil ies who are capab le of defin ing an event 

posit ively and are optim istic are more likely to cope and adapt to the situation especia lly 

useful when the event itself cannot be changed but the fam ilies' perceptions and meanings 

can be (Joed and Samantha, 2009). 

Outcomes to stress occu r on a continuum, fi'om maladapt ation! the negative end to 

bonadaptationl on the positive end, depending on the interact ion ofthe event, ABC factors 

(Smith, Hamon, Ingolds & Miller, 2009). When the family is unable to ba lance demand s and 

capabilit ies and a stressor event weakens resources and fam ily members can no longer 

perform their roles, the fami ly enters a state of cris is (Joed & Samantha, 2009). 

Cynthia, 2000 identified nine aspects of res ilient families deal ing with a chronic illness 

situation. These include: balanc ing the illness with other fam ily needs, maintaining clear 

family boundaries, developing co mmunication competence, attr ibuting positive mean ings to 

the situation, maintaining family flex ibility, maintaining a co mmitment to the fam ily as a 

unit , engag ing in acti ve coping e fforts, maintaining social integration, and develop ing 

co llaborative re lat ionships with profess ionals. 
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Cha pter Two 

Literature Review 

This chapter summarizes a systematic rev iew of the literature conducted to exam ine 

the experience of parents o f chi ldren who have TI OM, major contributors to parent' s 

distress, suggested intervention mechanisms and the intermediary cop ing mechanisms and 

concerns, the re lat ion between care, management of diabetes and parenting and fami ly 

relationships, the soc ial and psychological impacts and challenges. The collection of 

li terature here provided an important perspective on the issue of parenting a child with 

diabetes. 

Experiences and perceptions of parents 

T I DMis a growing concern worldwide and there has been a great improvement in the 

clinica l know ledge, ep idemiology and management ofthe condition (Majaliwa et aI. , 2008). 

However, physical survival is not the only part of the batt le in life with this kind of chronic 

illness; there are also emotional and psycho log ical challenges t.hat accompany the disease. 

Living with d iabetes is not simply a matter of knowing how to manage your diabetes, or your 

child 's diabetes, sometimes the stresses are just too much and other supports are needed 

(Insulin Dependent Diabetes Trust, 20 I 0). 

Parenting a ch ild with a long last ing or life- threatening illness can have a negative 

impact on many aspects of the parent's life. Parent s of these children often have diffi culty of 

balancing caring for their child with other responsibilities such as work, soc ial life, finance 

and other household tasks. As a result they may exper ience more stress, worries, sad feelings, 

fami ly arguments and troubling ch ild behavior (Eccleston et a l. 2012). 

The majo rity of art ic les ( insulin Dependent Diabetes Trust, 2010: Vicki S., 2011 

:Lowes, Les ley, 2005; Eccleston et aI. , 2012: Natio na l Co llaborat ing Ce ntre for Women 's and 

Children's Health, 2004) noted psychological distress, fear, depression or depress ive states, 

family conflict , adherence issues/d iabetes management, and the responsibility/burden of 
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diabetes as contributors to parent distress. From existing research, we know being a parent of 

a child with d iabetes is associated with more stress in the area of social disruption, emot ional 

and financial strain often compounded with fear of hypog lyce mia. Parents also may 

experience g reater stress when managing the life and death na ture of chil d's illness, which 

requires a lot of time and energy. As there is an intensive and complex management plan that 

must be executed da ily, which includes blood glucose monitoring, insulin administration, 

carefu l monitoring of diet and exerc ise. Ali of which potentially invo lve parents (Vicki et aI. , 

20 II : Lowes, Les ley, 2005). Therefore, the information fi·om the artic les exam ined showed 

that pa rental stress can because by multiple factors not a single reason and interventions 

should target parents. 

The evidence from twenty quantitative and fourteen qua litative studies indicates that 

parents of children with T IDM show significant levels of psychological distress including 

symptoms of depress ion, anxiety, and posttraumatic stress (Lesley, 2005). Also, a study of 

new ly diagnosed chil dre n with diabetes showed that the diagnos is is a st ressful event for 

youth and families and it is like ly to produce symptoms of anxiety and depression. 

Symptoms of Post-Traumatic Stress Disorder occurring in 22% o f mothers and 16% of 

fathers 6 weeks after diagnos is (Lando lt et aI. , 2002). Agai n, Parents' response to a diagnosis 

of childhood diabetes was corresponds to the grief reaction norma lly associated with 

bereavement experiencing an intense, stress, sadness about the diagnosis, wh ich represe nted a 

number of losses (Lowes, Lesley, 2005). 

Both pate rnal and maternal parenting stress levels can spike when caring for an ill 

chi ld with no significant difference (Mellitus et a I. , 20 12). yet, according to Bourdea,201 3 

although it seems like mothers and fathers experience sim ilar stresso rs when caring for an ill 

child, but mothers tend to experience higher stress levels, perhaps because they're typica lly 

the child 's primary caregiver. 

Acco rding to Teri (20 13) when a child is diagnosed with chronic illness, it is ordinary 
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for parents to fee l guilt and sadness. Anger is also common. They may reel angry toward thei r 

partner, the world at large 01' even, at t imes, toward the ir child . Also Parents may feel gui lty 

for having transmitted the genetic components of diabetes to their child and worried that they 

have not done eno ugh to manage the disease. In addition, Parents of ch ildren with diabetes 

are extreme ly concerned about how poo r glycemic contro l has influenced the ir child' s growth 

and development specia ll y, the fea r that their child will experience severe hypoglycemia 

particularly when it is associated with seizures 01' a loss of consc iousness. (Diana et aI. , 2000). 

lack of control may a lso be the most stressfu l aspect of care giving parents can feel a loss of 

control when, they are unable to help their child feel better, or are uncertain about the future 

prognosis (Teri, 2013). 

Having a child diag nosed with TI OM is believed to be an anxious and distress ing 

time particu larl y challenging as it includes Para llel vigilance: the delicate balance between 

the parent being the life support for the ch ild with diabetes and the parent learning to let go of 

the same child in the maturation process. Parents face d ifficu lties knowing how to ass ist their 

child proacti vely without creating a negative famil y dynamic (Selaine, Michae l, Martin and 

Margaret, 20 13). Since, one of the crit ical issues facing parents of children with d iabetes is 

when and how to transfer primary responsibi lity fo r diabetes management to the ir child. 

Specially, it is difficult fo r parents to set boundaries and diabetes care expectations as their 

ch ildren are maturing (V ick i et a i, Deborah et al. 20 I 0; Mell itus et aI., 2012). 

Wysocki and associates in 1996 examined the psychosocial predictors o f whe n 

diabetes management is typica ll y transferred fi'om parents to children and the outcomes 

resulting fi'om th is transfer. Their findings revea led that transferr ing too much responsib ility 

for diabetes manage ment to a child is associated with poor treatment adherence, poor diabetes 

knowledge and more hospita li zations. These find ing suggest that, appropriately transferring 

diabetes care from parents to child requ ires consideration of the chi ld' s leve l of diabetes 

kno wledge, chronologica l age, cogn itive level and soc io-emotiona l funct ion ing. This 
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indicated the 0pp0l1unity for health professiona ls to intervene in the fam ily. 

Some arg ue that, depressio n, anxiety and psycho log ical problem should not be viewed 

as exclusive to diabetes. Since liv ing with any chronic cond itions incurs the same problem. 

They a lso argue that general stra ins of everyday life and specific stress of managing diabetes 

shouldn ' t be mix up (Insulin Dependent Diabetes Trust, 2010). In relatio n to this idea a 

longitudinal researc h which conducted a 5-year long study on 132 childre n with TI DM, who 

were enrolled w hen they were 12 years old on average, examined the relation between 

genera l stresses re lated to finances, marriage, parenti ng and diabetes-specific st ress related to 

caring for a child wi th TI DM. T he Resu lt reviled that greater general parents stress was 

associated with poo rer child outcomes, whereas greater parent diabetes-speci fic stress was 

associated w ith better child outcomes (Vicki et a I. , 20 II ). 

However, the experience of having a chil d with diabetes on parent's life is not 

uniforml y negative. Some positive aspects of hav ing a child with diabetes can be ment ioned, 

rang ing fi·om increased fam ily c loseness, family co hes ion, to improved family health habits, 

to improvements in the child's psychosocial profile (Mellin et a I. , 2004; Leehu, Tally & 

Anna, 20 12). 

Parenting stress and a child health outcome 

Another associations drawn in the literat ures was between parents stress and a child 

health, Consistent w ith the fam ily systems theory perspective, Although it is clear that 

parental involve ment in diabetes management benefits the health of the child wit h diabetes, 

caring for a ch ild w ith diabetes has implications fo r both parents hea lth and the health of t he 

chi ld with diabetes. 

Parents who are stressed may become overwhelmed by thei r respons ibilities and 

withdraw from he lping the child. Conversely, Parents often go to extremes in parenting, 

exert ing more contro l over the ch ild's d iabetes care because of the fear assoc iated with 

negat ive d iabetes outcomes o r as a response to the ir d istress. Bot h extremes may undermine 
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the care-giving effect iveness (V icki. Et al ,. Deborah. et aI. , 20 I I ; Mell itus et a I. , 20 12). 

Researchers have examined the relation of parent stress to child hea lth outcomes, but findings 

are not c lear. A cross-sectional st udy found no li nk between parent stress and child health or 

g lycemic contro l (Mitche ll et a I. , 2009). Well s, Kr isten. 2006 also did not support any of the 

three relationship between stress, depression, and g lycemic contro l. In the finding stressful 

life events and depression were not related. 

Whereas a longitudinal research conducted by Vicki et a I. , (20 11) supported the 

positive relat ionship between high leve ls of Parental genera l stress, poorer mental health and 

children poor diabetes management. Again, depressive and stress symptoms of fami ly have 

been shown to have negat ive effects on parenti ng, child quality of life, and child 's metabolic 

control as well as poor child outco mes and poo r disease management ( Lowes, 2005;Djarova, 

2007). In these art ic les the need for parenta l scree ning and interventions focu sed on the 

parents themselves, in addition to fa mily interventions. And therapeutic psychological 

interve ntions and ed ucational programs were recommended as a help to a lleviate family 

diabetes-re lated st ress and improve g lycem ic control. 

In addi tion, a research which reviewed 6 CO h0l1 studies, 3 cross-sectional studies, and 

I qualitative study o n the way fami ly stress influences g lycemi c control among pat ients with 

diabetes who are yo unger than 18 years of age. A II the reviewed studies support the fact that 

dysfunctional fami ly interact ions, authoritar ian parenting and diabetes re lated family stress 

are related to wo rse glycemic co ntrol. Stress leads to problematic child behavior and 

deterioration of g lycemic control, even though a few studies suggest otherwise. This review 

co nfirms the dominant principle that specific factors offam ily function influence glycemic 

control in yo ung patients with TI OM. (Elina et aI. , 2014). 

Again, another research also indicated that greater parenta l involvement in adolescent 

diabetes management is assoc iated with better adherence to blood g lucose mon itoring, wh ich 

in turn resuits in better metabolic co ntro l and that shared respons ib il ity for d iabetes 
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management is assoc iated w ith better psychological adjustment and se lf- management in 

adolescents. Since, greater involvement trom parents of chi ldren with d iabetes is imperative 

because of the addit ional demands of diabetes treatment regimens (Robin et ai. , ND; 

Debo rah. et a I. , 20 10) . 

Even more importantly, freque ncies of stressful li fe events during the year prior to the 

c linica l o nset ofT I OM that occurred within the fam ily were recorded as risk indicating 

factors fo r the o nset ofTI OM in African children that precipitate severe emotional stress, 

increas ing consequent risk of later deve lopment ofT I OM ( Djarova., 2007).They repotted 

that the frequency and structure of the stressfu l life eve nts occurred within fa mily are risks 

for the o nset ofTI DMin life events invo lving act ual 01' threatened losses wi thin the fam ily, 

such as serious illness 01' death of the mother, death of brother or sister, or hosp italizat ion of 

mother or fat he r, the report showed significantly in creased frequencies in the diabetic gro up 

(range 10- 30%) than in co ntroll ed children (range 4- 10%). 

Parenting and mana gement of diabetes 

Another dominant them throughout the literature was the connection between 

parent ing and the care and management ofdiabetes. The care and management of d iabetes is 

a huge and a very difficult task, particularly caring for children who have been diagnosed 

with T I OM wh ich invo lves the entire fa mi ly, as we ll as schoo ls and society as a who le. 

Which has been shown to co ntr ibute to grater parental distress, owing to the chronic nature of 

the conditio n (E laine & Si nead, 201 3;Diana, Christos,Przemys luawa&Maia,2000). 

The psychosocial impact of diabetes in ch ildhood is everywhere and striking a balance 

among hypoglycemia/hyperglycemia, growth/deve lopment, and other li fe factors is not easy 

fo r hea lth care prov iders, pat ients, 01' families. In add ition, persona l, fami ly, 01' environmental 

cond itions present before the onset of diabetes may compound the del icate balance needed to 

mainta in good glycemic conlro l (Diana, Christos, Przemys lawa & Maia, 2000) . 

Diabetes care tends to foc us on clinica l outcomes, with blood g lucose readings and 
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HbA I c or A I c ( l-IbA I c or A I c: is a lab test that shows the average level of blood sugar over 

the previous 3 months and it is used as an ind icator of diabetes contro L) values as the 

measures ofsuccess, likewise, the person with diabetes is not the only person who may 

req uire care and attention: fam ily members and caregivers are a lso part of the formu la (Elaine 

& Sinead, 20 13). In recent years, social SUppOlt groups have been establ ished to provide 

parents with an environ ment in which to share their experiences and adv ice of the 

experiences of parents outside of the hospital sett ing, and the signi fica nce oftliese social 

SUppOlt groups in d iabetes care delivery (Elaine & S inead, 201 3). For People living with 

d iabetes there is much more to the creat ion of a successfu l life with diabetes than clinica l 

measures (Bridget, Eleanor, & Randi, 20 II ). 

Research suggests that to achieve success in managing diabetes and the psychosocial 

issues associated with youth, espec ia lly adolescents with type I diabetes, health professio nals 

should promote self-efficacy, interpersonal support, depression prevent ion, and effective 

co ping strategies (Nathan et ai. , 2012; Deborah et ai. , 20 10). In strengthening the above idea 

Siddharth, and Yatan, (2014) reported that su icida l ideas and attempts are more frequent in 

pat ients with diabetes me ll itu s than hea lthy o r med ica lly ill co ntro ls. Psycho logical 

morbidity, includ ing depression, precedes su icida l ideas and attempts; a common method of 

suicide attempt in patients with diabetes inc ludes uses of high doses of insulin and its 

congeners or med icat ions to treat the disease. 

Although, diabetes management improved over time for these emerging adults with 

TI OM. Diabetes-speci fic self-e ffi cacy is important for diabetes management regard less of 

whether youth are in hig h school or post-high schoo l and whether liv ing with parents or not 

(Kathleen et a i. , 2012). Diabetes-specific se lf-efficacy may also play an important role in 

successfu l diabetes management among youth with lower impu lse control (Nathan et ai., 

20 12). 
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Family relationship and diabetes management 

Famil y relat ionshi p was also another common area considered in the reviewed 

literature, family relationships is important in manag ing chronic illness; the management of 

d iabetes in children is highly under the control of the pat ient and their surround ings. Yet, 

fam ily has not been fu lly integrated into current cl inica l practice. And here, the literature 

demonstrated how the fa mily system, socia l unit or intimate relationships are equally 

necessary as is the ind ividual's own emotional we ll be ing in the co urse of diabetes 

management and how those systems impact health behaviors. 

A study conducted by Seiffge et ai. , (20 13) investigated the long itudimil interp lay 

between suppo rtive re lations hips w ith parents and metabo lic co ntrol in fa milies that differ in 

parents' restrict iveness. T he resul ts showed that fam ily restrictiveness moderated long itudinal. 

associations between metabo lic cont ro l and perce ived soc ia l support. For adolescents 

reporting high fa mily restr ict iveness, poorer initial metabo lic control pred icted greater 

subsequent decl ines in perce ived parent socia l suppo l1, and lower init ia l perceived parental 

soc ia l support predicted greater subsequent deteriorat ion in metabo lic control. Similarly, in a 

study conducted to exam ine the assoc iat ion of fami ly organization with metabo lic contro l in 

adolescents with type I diabetes through the mechanisms offamily self- effi cacy for diabetes 

and disease management, fami ly organi zation is assoc iated with metabol ic control (Whitney 

et a i. , 20 12). 

In add ition to the above stud ies that have focused on fa mily dynamics, organization, 

parenta l behavior and restrict iveness. Findings indicate that families with open 

commun icatio n patterns and support ive and containing behaviora l patterns typically ra ise 

children with better managed T I OM. The evidence suggests a general association between 

fami ly function, communication and the chi ld 's comp liance with various aspects of care, 

rang ing from d ietary restrict ions to more fi'eq uent testing and better care adherence (Bridget, 

Eleano r, Rand i, 20 I I). Also, the relatio nshi p of family co mmunicat ion to subsequent 
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ad herence suggests the need to assess famil y comm unicat ion concerning diabetes-related 

management dur ing preadolescence since, during the transitio n to adolescence fam ily 

communication changed in unexpected ways (Jeannette, Jennifer, Jennifer, Alan, & Dennis, 

2014). 

Literat ure addressing the general psychosocial and behavioral functioning of chi ldren 

and ado lesce nts suggests that li ving with a s ingle parent places chi ldren at risk for numerous. 

problems (Lanahan et aI. , 1994). Research specific to diabetes has been less conc lusive abo ut 

the impact of living in a si ng le-parent home. A st udy exam ining the health and behavior of 

diabet ic yo uths living with sing le mothers have demonstrated that these youths are no worse 

off than diabetic young people in a two-parent fam ily (Hanson et aI., 1999). Other suggests 

that diabetic youths who live with single parents are in poorer metabolic control than those in 

two- parent families (Overstreet et aI. , 1995). 

Although a great deal methods of parenting are ava ilable, a chi ld-centered, high­

demand approach appears to result in the most favorable behaviora l and psychosocial 

outcomes for children. Key issues for parents of ch ildren with diabetes include avoidance of . 

punishment when dea li ng with d iabetes issues, arrangement of nontraditional households to 

better facilitate diabetes management, awareness of the potentia l negative effects of parenta l 

overinvestment in he lping chi ldren with diabetes, and the appro priate transference of diabetes 

management from parents to older children (Wysock i, et aI., 1996). 

In genera l we can say that greater invo lvement fi'om parents of children with diabetes 

compared with that of parents of children without diabetes is imperative because of the 

additional demands of diabetes treatment regimens. In the case of diabetes, yo unger children 

may need a great deal of parental invo lvement in the phys ica l aspects of caring for their 

diabetes (e.g., giving shots, drawing up insulin), whereas older chi ldren may need a great deal 

of parental involveme nt in the form of verbal prompts and cues to faci litate self-manageme nt 

behav iors (Miller et a l,. 1994). 
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Major contributors to parental d istress and co ping concerns 

When we consider another point of discussion ra ised in the literature it was parental 

coping concern on T I OM ch ild, the mediat ing factors of the parental coping process with 

their child's diabetes cons ist offour main categories: patient's cooperation, crises and 

experiences, eco nomic cha llenges, and parental participation in care (Fatemeh, Neda, & 

Hosse in, 2013 ). A research co nducted by Rob in, Sarah , Jia and Margaret (2007) also showed 

that, ind iv idual and fa mi Iy characteristics, such as age, soc ioeconom ic status, treatment 

modality, psychosocial responses, depressive symptoms and anxiety and individual and 

fam i Iy responses (se l f-management, coping, self-efficacy, family functioni ng, social 

competence) in nue nce the level of adaptation to TIDM in chi ldren. 

It seems that reinforci ng positive feat ures, such as support, warmth, and good 

relationships among famil y members, are high ly important in faci litating cooperation 

between the pat ient and his/her fam ily. Parents' cop ing process wit h their child's diabetes can 

be eased by psychological support such as psycho logica l cou nse ling, especia lly during 

situational cri ses; involvement of charities and the strengthen ing of insurance systems by the 

governmental sector in order to reduce the costs associated with juvenile diabetes; 

strengthening famil y co nfidence, posit ive attitudes, abil ity to manage stress, and 

accountab ili ty; and partic ipat ion of bot h parents in manag ing the situation (Fateme h, Neda, 

& Hossein, 2013). 

A research team that has used, II school-aged chfldren and 12 parents of youth with 

T I OM over the years, identified indi vidual and fam ily characteristics, such as age, 

soc ioeconomic status, treatme nt modality (pump vs. inject ions), psychosocia l responses 

(depressive symptoms and anxiety), and ind iv idua l and fam ily responses (self-manageme nt, 

cop ing, self-efficacy, family functioni ng, social competence) as major factors that influence 

the level of adaptation to chron ic ill ness in chi ldren. Socioeconomic status (SES) and family 

struct ure (single parent vs. two parents), family dynamics, communicat ion, and emotional 
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regulation with fami lies of hig her SES and cons ist ing of two parents are also assoc iated with 

better diabet ic indicators in children (Leehu, Ta lly & Anna, 201 2; Robin et al,. nd). 

The ways in which chi ldren and adolesce nts cope with stress are impo rtant mediators 

of the emotional and be haviora l outcomes of stressful s ituations, such as living with TIDM. 

A study wh ich explores the med iating factors that affect Iranian parents' coping processes 

with their child ren ' s type I diabetes using the grounded theory method consist of the child 's 

cooperation, crises and experiences, economic challenges, and parental partic ipation in care 

(Fatemeh, Neda, & Hossein, 2013). 

And psycho log ica l prob lems, such as depress ion, behavior disorders, and eat ing 

disordered behavior, have been recognized as potentia l negat ive responses over t ime and 

ineffective coping, poor fa mily functioning, lack of socia l competence, part icu lar ly during 

ado lescence and lor longer duration ofT I DM can increase the risk for the development of 

depress ion (Robin et ai. , n.d.). 

Fi nd ings indicate parents cope chronic illness by changing their expectations, 

becoming knowledgeable about the disease, dealing with soc ial iso lat ion, handling d iscipline, 

working with profess ionals, connecting with peers, and caring for personal needs using the 

fami ly system. a stress fu l event requiring adaptation, fami lial knowledge, skills and 

resources, and use of coping strategies inc lud ing fami ly-to-family netwo rks, community 

based family SUppOlt, Fatemeh, Neda & Hosse in (20 13). Behavioral fam ily systems therapy, 

teamwork intervention, attention control, educat ion and support groups. G lycaemic control, 

diabetes-re lated confli ct, parenta l involvement in manage ment, children's and yo ung peop le's 

adjustment to diabetes care, and parents ' anxiety levels (Leehu, Tally & Anna, 2012). 

A lthough many parents find ways to effectively manage this stress, such as developing 

rout ines and fi nd ing sources of support, a long itudinal qual itative study exploring the 

experience of parents of newly diagnosed childre n reve led that parents coped initia lly by 

focu sing on the pract ical skills and gaining know ledge about diabetes. A fear of 
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hypoglycemia dominated their thoughts and affected many aspects of their life. They 

experienced a loss of spontaneity but estab lished new routines to accommodate their child 's 

needs. Professional supp0l1 was important to parental coping, particularly accessibility to 

advice via an on-call phone (Lowes, Lesley, & Madeline 2005). 

Suggested intervention mechanisms 

The above literatures in broadly suggests diabetes educational programs should 

provide se lf-management, diabetes-specific se lf-efficacy ski ll and support to patients, 

develop programs in execut ing this type of care includ ing educat ion for friends and fam ily. 

Education that are related to att itudes and behaviors assoc iated with the young person's 

diabetes, and depress ion/distress assessment for the person with diabetes, family 

relationships, as we ll as for the support team surround ing that person. 

Patient-centered communication of ado lescents' and parents' the physician was also 

assoc iated with greater perceptions of control and competence for both adolescents and 

parents and highly related to subsequent adherence and metabolic control and competence in 

diabetes management (Deborah, 2010). Moreover, In line with the above ideas, 

psychological therapies have been developed for parents of ch ildren and adolescents with a 

chronic illness. Such therapies include parent on ly or parent and child/adolescent, and are 

designed to treat parent behavior, parent mental health, chi ld behavior, child mental health, 

child symptoms and/or family functioning (Ecc leston et aI. , 2012). I n conclusions the 

management of TI DM need for developmentally appropriate family support and 

health care pro fessio nal guidance. Identification of specific and remediable challenges 

and barriers unique to each chi ld with diabetes requires persistent vigilance and an 

understanding of how these challenges may manifest themselves (Wi lliam, 2011). 

In conclus ion, the overall burden of the emotional and physical stress that can plague 

parent 's depressio n and stress was discussed fi'equently Irom the perspective and also how 

parent behav iors impacted youth perspectives ofdisease and psychological and physical state. 
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Likewise, responsive parent ing and cohesive famil y organization was closely linked to 

positive youth hea lth perceptions and optimism. It is understandable that depression and 

depressive sy mpto ms might accompany the diagno sis ofa life threatening childhood illness. 

Moreover, the literatures pointed to many recommendations for interve ntions aimed at the 

family unit. It seemed that addressing cha llenges regarding psychological stress and role 

strain in particular might aid in the reduct ion of the end resu lt in addit ion to the other positive 

coping mechan ism identified . Psycho logica l st ress and negative co ping mechanisms was also 

cons idered in the context of family as they cou ld lead to negative diabetes outcomes and 

family engagement in diabetes is the opposite. 
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Philosophical stance 

Chapter Three 

Method 

Professionally as a researcher my stance about reality is subjective. I believe in social 

sc ience academics, inqui ries should be subjective rather than analyzing reality in a time and 

context free perspective, objectively, and by just cons idering what has been said by the 

majority as a reality. Especially, given the object ives of this research to explore parents' 

experiences in rais ing T I OM child, a constructivist philosophical ep istemo logy fits it best 

(Morris, 2006). The gu iding princip le of constructivist research is that data are unique to the ir 

t ime and place. It proposes that human experience can only be understood as a subject ive 

rea lity. Constructivist paradigm does not assume an objective reality (Morris, 2006). The best 

way to understand human phenomena is to completely and thoroughly understand the 

perceptions or constructions of those people who are engaged in that human phenomenon. To 

do this, they collaborate with those involved in a particular human experience to create a 

valid, authent ic, shared construct ion of the exper ience being researched (Morris, 2006). 

Resea rch Design 

The purpose of this study is to explore the parental experience and the meaning of 

having a ch ild diagnosed with TI DM as to their context through using qualitative research 

approach. An exp loratory case study research design was used to see what parents 

experienced and how they view their experiences. 

This study was exploratory qualitative case study research. It was exp loratory in a 

sense that no prior studies have examined the lived experience of parents raising TI DM chi ld 

in Ethiopia. Cherry (2000) explains that exploratory research is very useful when we know 

little about a new pheno menon or will be needed to explore the lived exper iences of people 

with si milar service need. Kreuger and Neuman, (2006) stated that exploratory research 

answers "what" questions whose aims are to become familiar with basic facts, setting and 

29 



T HE EXPERIENCE OF HAVI NG A CH ILD DIAGNOSED WIT H TID ... 

concerns about an issue. This form of research he lps in understanding percept ions of the 

respondents and how and why certa in outcomes were achieved or not. The goal is to capture 

what is happening and present people from their own perspectives and views (Hancock, 

2002). 

Qual itati ve research approach wou ld be used if it is sought to identify recurrent 

themes, c learly answer the research questions of the inquiry by going direct ly to the socia l 

phenomenon under the study and observing it as complete ly as possible (Cherry, 2000). 

Moreover, qual itative case study wi ll help to understand comp lex soc ial phenomena and 

a llows the researcher to retain holistic and meaningful characterist ics of real li fe as people's 

behavior becomes meaningful and understandable when placed in the context of the ir lives 

and the lives of those aro und them (Yin, 2003). Moreover, the research the data was collected 

and the phenomena a lso were exami ned at one point in time. 

Study settin g 

The stud y is conducted in Add is Ababa, at EDA head office and Diabetic center 

found in the premises of Black Lion Specialized Hospita l. Add is Ababa is the capital city of 

Ethiopia with a population 00,384,569 according to the 2007 population census it has an 

estimated area of 53 0.14 square ki lometers (CSA, 2008). 

The Ethiop ian Diabetes Associat ion was established on January 23, 1976 for the 

purpose of provid ing a forum to diabetes patients so that they can discuss ways of prevent ion, 

the provision of information and treatment fo r all affected by d iabetes. The initiative came 

from Ethiopian Medical Associat ion, healt h care professionals and people who live with 

diabetes at the time. It is the first patient based associat ion in the country (EDA, 2014). 

Currently, the Ethiopian Diabetes Association is registered as a non-governmental 

organizat ion and the membership at the association has reached 20,000 with 27 branches 

spread over major cities of the country. Children with diabetes are also members of the 

assoc iat ion and membe rship reached more than 900. The association wishes to sUppOl1 
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children in term s of ed ucation and treatment. However, its limited capacity doesn' t a llow it to 

engage in activ ities (EDA, 20 14). 

Tikur Anebessa Specia lized hospital is one of the famous national teaching hospitals, 

which provides multi-d imensio nal aspects of care to clients who need hea lth care service. The 

hospita l diabet ic center was inaugurated by the Internat ional Assoc iat ion of Lions Clu b 

on Nove mber 1994. EDA SUppOit S the act ivities of the diabetic center fou nd in the premises 

o f Black Lio n Specia lized Hosp ital. This spec ia l center fo r diabetic patients g ives a screen ing 

service for diabetic retinopat hy (eye problem) However, it has no capac ity to perform 

add itional treatment o nly confined to screen ing (EDA, 20 14) . 

The activ ity that brings many mem bers to the head office is the free blood glucose test 

(Hbl C) since few patients afford to make se lf-blood test regular ly. A private laboratory 

supports the associatio n by giving free coupons so that members can have a blood glucose 

test for free. Moreover, the association ce lebrates November 14 every year as the United 

Nations Diabetes Day as major way of crating awareness about diabetes (EDA, 2014). 

Selections of participants 

Twe lve Parents ofTI DM children and who are member of EDA, are the source 

populatio n of the st udy. By Applying no n probability sampling method partic ipants were 

se lected as study population fi'o m the source of population using purposive/judgmental 

sampling technique. 

Inclusion criteria 

Partic ipants in th is study did ful fi ll the fo llowing co ndit ion to be the participa nt in the 

study. First and for most, part icipation was based on the ir willingness. Inclusion criteria for 

the study were age range o f the child (ages 0- 15), age of the parent (over 18 years) and 

duration ofT I DM (l iving with d iabetes for at least I year). As noted above, the research 

select ion allowed only an age range o f 0- 15 years for the children with diabetes. The rat ionale 

for inclus ion of this age span is based on the assu mption that the above mentioned age group 

31 



THE EXPERIENCE OF HAV ING A CHILD DIAGNOSED WITH TID .. . 

refl ects the preva lence mid age ( 12-14) of diabetes in ado lescents and emerg ing adults. 

Moreover, parent s who are above the age of 18 and who have more than I year of experience 

living with a TI OM child is be lieved to better exp la in the situation, express their feelings, 

emotions, and art iculate their li ved exper ience. 

Selection and size determination 

Cherry (2000) states that qualitative studies typically use small numbers of 

partic ipants partly because so much in-depth data are co llected in qua li tative studi es; hence, 

data from small samples are manageable. In qual itative research, sample size is not the key; 

rather it is the richness of the data that is vita l. Hence, twelve individuals were taken as 

part icipants of this research. Data coll ect io n was, actually, finalized due to saturation of 

information. That is, when the interviewees began repeat ing, concerns, and the researcher 

obtai ns adequate topic informatio n and no longer ga in new insight (Anthony, Nancy, 20 10). 

Participants were recruited using purposive samp ling technique. In the concept of purposeful 

samp ling the inquirer selects ind ividuals because they ca n purposefiJ lly inform an 

understanding of the research problem and central pheno menon in the study (Creswe ll , 2007). 

Methods of data collection 

I used a semi-structured in-depth interview and observation to guide the data 

collection. Among the qualitative data collection techniques interview is by far the most 

common ly used method of data gathering for qualitat ive studies. I fou nd using interview as a 

data collection method adva ntageous whil e the root of in-depth interview is an interest in 

understanding the lived experience of other people and the meaning they make of that 

experience (Seidman, 2006). Observation is use fu l to collect more information regarding 

interact ion, way of li fe and visible cha llenge. Beside it wi ll a llow the researcher to capture 

the reactions and eillotio ns in understand ing a phenomeno n. 

I used an interview and o bservation for th is research because every word and 

associated emotiona l express ions that people use in telling their stories can give access to 
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understanding the Illost comp licated social issues, because soc ial issues are abstractions based 

on the concrete experience of people. 

Instrument development 

The interv iew guide is an instrument for the researcher to ensure that none of the 

impo.1ant issues to be discussed is left o ut of the conversation (Se idman, 2006). Beside, the 

format of the interview itself is that of a semi-structured interview as semi-structured 

interviews combine the flexibility of the unstructured and open-ended interview. The topics 

ofa sem i structured interview are pre-determined, but most of the questions are formulated 

by the researcher in the interview setting. This in-depth interv iewee was recruited in this 

research just to explore lived experience of parents, ident ify parents child diabetes related 

feelings, reactions, worr ies and challenges, coping and adaptat ion mechanisms, acquired 

diabetes knowledge and ava il able support for the child and the family. In addition, 

demographic and bas ic information data was co llected abo ut each participant's famil y. This 

researcher is attentive to what tile inlerviewee says, and responds with follow-up quest ion and 

probes (Willems, Roos ,Timmerman, Christiane, Carling, and Jorgen, 2011). 

Concurrently, here, during the face to face contact the parent and 1 have had, and as I 

went to s ix of the participants' home the emotional reactions of the parents like crying and 

other expressions are critica lly looked and anal yzed. In the pilot test interview, three 

part icipants gave favo rable feedback that encouraged the use of the interview guide. The 

participant verba lized that the interview was appropriate and inclusive . Those individuals 

participated in the pre-test of data collection instruments were excluded ii·om the main study. 

Data collection process 

Parents are identified in co llaboration with staff members of EDA and people who 

work with them in the Black Lion Diabet ic Care Center. After the identification of parents, 

and getting their willingness to participate, the face to face contacts for the interview data 

collection were held in the place of their preference. Six of them were interviewed at their 
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respective home and for others at the hospital and association offices. The appo intments with 

each participant were set in consensus with the respondents. In the interview process 

aud iotape and interview notes were taken, and the interview is transcribed subsequent ly. The 

interviews lasted approximately 40- 60 minutes. As we could notice from the above 

explanations the int erview in this study was conducted in a face to face and one-to-one 

contact by me. 

Data Analysis Method 

After the successful comp letion of data collection the next task was analyzing the 

co llected data strictly fo llowing the data ana lysis steps. The data was analyzed manually. 

Transcrib ing, translating, coding, categorizing, identifying themes, presenting the findings 

and discussions were key steps in the process of the analysis The central purpose of 

qualitative data analys is is to organize the masses of data acq uired during the data collection 

phase in such a way that the themes and interpretations that emerge from the process 

accurately address the orig ina l research questions (Creswe ll , 2007). 

The recorded interviews were transcribed verbat im (a ll words, silences, laughter, and 

utterances) and transcripts were reviewed for accuracy, I transcribed all of the cases in to 132 

pages and listened to each informant' s stories 2 times. Hearing the recorded tape and reading 

the fie ld notes gave me the chance to increase my understandi ng of the informants' stories. I 

did the trans lation or each transcript from Amharic to English and I typed it. I prepared field 

notes/memos which addressed what happened in the interview, how I felt in the interview, 

my percept ion of the informant, and personal observation. 

The major task of analyzing qualitati ve in terviews is data reduction because the 

amount of qualit at ive data is large. The data mig ht seem unmanageable in the early stages of· 

organization (Cherry, 2000). During ana lysis I gave due attention to identifying potential 

implications and answers for my research questions. In the process I followed the themat ic 

approach of qual itati ve data analysis technique. Data were coded well to categorize and sort 
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what is obtained after a thorough sensitiz ing of it. 

Coding is a key step in the process of analyzing. The purpose of coding is to sl ructure 

the co llected data and to make sense out of it (Creswell, 2007). And, which provides the 

researcher the link between data and the conceptualization. T hen, after develop ing 126 codes, 

concepts have been developed which were grouped into 8 themes and 34 subthemes. 

Assuring the trustworthiness oCthe Data 

As a qualitative researcher, it is true the researcher will make interpretation of [he data 

collected, which is a bit hard for the researcher to separate his/her background, history or 

prior understand ing of the issue (Creswell, 2007). Though it is hard to separate oneself from 

the data, the credibility of qualitative research is still in the effort and ability of the 

researcher. Therefore, to keep the trustworthiness of the data, I have tried to set aside my 

prior information so that the data would have a minimum personal bias. In addition using 

mUltiple data so urces (d irect observation and in-depth int erview) can raise the credibility of 

the data collected as is insure th~ lrustwOIthiness of the information. 

Trustworthiness of the informat ion can also be ass ured through data triang ulation. 

Confi rming the informat ion co ll ected trom an in-depth interview through observation. In 

addition, I tape recorded the interviews and directly transcribed it , literal statements of 

participants and q uotation are used in the analysis of the data. so that, I wi ll have no chance to 

put my personal bias in the process. 

Ethical consideration 

Ethical clearance was obtained fi'om Addis Ababa University School of Social Work. 

The study was indisputably carried out in line with social work research ethics by fo llowing 

strict respect for informed consent, voluntary participation and confidentiality. During the 

se lection of partic ipants as per their voluntariness, parents have been given a c lear 

explanation about the purpose and importance of the research and their roles on it too. 

Lik ewise, they were also assured about confid ent iality and anonymity as wel l. They have 
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been told that in the repolt there will not be incorporation of name or any information that 

indentifies privacy. The names indicated in the analysis of this study are not real names. 

Participant weren ' t asked question that cou ld identify them as well as their family. I have a lso 

promised them that the raw data from all tools will be kept in a private baggage till properly 

discarded. The agree ment for use of tapes to record data during interviews was also made in 

advance of data collect ion. 

The respondent' s verbal consent was obtained after explanation about the extent, 

procedures, duratio n, purpose, confidentiality, anonym ity and about the voluntary nature of 

the research. Real names of participants are not inc luded when they are quoted in this report. 

The wi llingness of each participant was obtained for the tape recording and note taking of the 

interview and pri vacy was ma inta ined. In regard to the issue of ethics in social work research, 

Kreuger and Neuman (2006) states that social wo rk researchers should follow proper ethica l 

guideline even when the study partic ipants are negligent or unaware ofthat. 

Because, I went to some of participants home and set appointment~ with other 

participants to meet on the days that they came to hospital or the associat ion for thei r own 

purpose to mini mize the poss ible additional cost on them. Therefore, on the data collection 

process no financial, refreshment or other compensation was given to participants. 

Limitation ofthe study 

This study was designed to exami ne the li ved experience of parents hav ing a child 

diagnosed with T I OM in a qualitative way. However, there are certain limitations to this 

study. The sample participants may not accurately represent parents ii'om different 

backgrounds, cultures or ethnicities raising children with TI OM. Findings were not 

examined according to age of the child at diagnosis, duration ofthe diagnosis, level of 

parents' involvement, or househo ld income. In the process of the interview most of them 

were very emotional talking about their traumatic experience and crying. In this case, I was 

obliged to stop the in terview and calm down them till they feel relaxed which challenged me 
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in controlling my emotion and demanded extra time. But I be lieve tbat tbeir emotion, pauses 

and fac ial express ion sliPPol1ed me to understand tbe situation oftbese parents. Moreover, 

participants were only willing and comfortable to give verbal consent tban s igned and written 

consent. 
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Chapter Four 

Finding 

An analys is of the interviews revealed a number of construct which can be discussed 

with in the context of parental experience of having TI DM child. The first section of this 

chapter describes the demographic characterist ics of the part icipants. The next section 

addresses a co llective summary ofthemes. 

The sample consisted of 12 members ofEDA. The sample was composed of4 fat hers, 

7mothers, and I s ibling. Their ages ranged fi·om 26 to 48 years. 2 of the participants were 

from rural area and 10 of them fro m Addis Ababa. 8 of them were married, 3 were divorced, 

and I were s ing le (the sibling). A ll reported liv ing with 2 to II members in their househo ld .5 

of the participants as a family had a monthly income less than 1,000 birr. 2 parents did not 

know their month Iy income (those from rura l area), and the rest make 3,000 -10, 000 birr a 

month. All the mothers' participants reported that they did not work outs ide the ho me at the 

time of interview. Concern ing their educationtl l background , 3 parents reported having no 

education at all , 2 participants were on ly ab le to read and wri te, I participant had attended 

primary school, I parent comp leted a high school, I part ic ipant have diploma and 4 bachelor 

degree. The ages of the child when they were first diagnosed with diabetes ranged from 

14month to 12 years. T he participants repol1ed liv ing with a diagnosis of child d iabetes fro m 

I to 9 years. 3 bad hb I c (> 14) conditions were foun d among the 12 part ic ipants child. 3 of 

the participants had multiple chro nic ill members in the family. 
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Table I 

socio-demographic/economic status of research participants 

No Pseudonym Age Marital Noof Educational level Monthly Chi ld age at Child age Recent Child Living place 

status household family Income diagnos is Hbl c result 

I Lemeleme 38 Marred 5 Read and write <1,000 9 13 Good Addis Ababa 

2 Abeba 32 Divorced 4 Grade 8 complete < 1,000 18 month 10 Good Addis Ababa 

3 Teferi 42 Marred 5 Degree > 10,000 8 10 Good Addis Ababa 

4 Hiewot 42 Marred 6 Grade 12 complete > 10,000 2 9 Good Addis Ababa 

5 Emebete 34 Marred 6 Degree > 10,000 6 8 Good Addis Ababa 

6 Solomon 48 Marred 5 Degree 6,000 7 R Good Addis Ababa 

7 Diriba 40 Marred 5 Illiterate Don't know 12 10 Bad Rural area 

8 Helen 26 Single 8 
I 

Degree 3,000 12 15 Good Addis Ababa 

9 Mulugata 48 Marred 11 Read and write Don't know 7 10 Bad Rural area 

10 Zenashe 32 Marred 4 Illi terate < 1,000 6 8 Good Addis Ababa 

II Mulu 34 Divorced 4 Il literate < 1,000 3 15 Bad Addis Ababa 

12 Aberashe 30 Divorced 2 Diploma <1,000 14 month 4 Good Addis Ababa 
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An ana lys is of the interviews revea led a number of themes which mainly reflected a 

sense of bei ng overwhel med because of the d iabetes management (OM) and related life 

experiences. From a total of 132 pages of 12 verbat im transcr ipts, numerous sign ificant 

statements were extracted. 126 codes, 8 themes and 32 subthemes were ident ified in the 

answers obtained fro m the parents' interviews. The findin gs in re lation to the research 

quest ions are presented in this section answering the feelings and reactions of parents towards 

having TI OM child, effects of childhood diabetes on the li fe of the fam ily, major 

psychologica l, soc ial and econom ic challenges enco untered by parents and parental coping 

and adaptation mechanisms used to the diagnosis ofTI OM in the ir child . 

T he finings in re lation to each other are presented ( I) Parental feeling and emotion, 

(2) factors associated with parenta l d ist ress, (3) challenges enco untered, (4) Family 

communication and re lationship, (5) schoo l issues, (6) hea lth care issues, (7) diabetes 

education, (8) cop ing and adaptat ion. With in each of these themes, sub-themes were 

identified. The themes and sub-themes are discussed be low. 

Parental feeling and emotion 

Under this theme two major Sub themes; (a) How Parents knew about their Ch ildren's' 

Diabetes Status and (b) parental distresses were ident ified. 

How Parents knew about their C hildren 's Diabetes Status 

Although a ll of the partic ipants had di ffe rent experience co ncerning how they knew 

their child is d iabetes fo r the first time, they still share some common moments. At first all 

parents consider the symptoms as a common illness fo r infants and small children. They all 

have waited a litt le longer at home hoping the ir ch ild wou ld start feeling better soo n. All 

parents said the ir ch ild has been through symptom ofdehydrat ion and freque nt urination. For 

examp le one mother. Mulu, a mother of 15 years old boy, whose child has been diagnosed at 

the age of3 said, 
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" .. , My son has been urinating more than usual for abolll a week, 1101 only 

in ji-equency but voilime. I altributed this to as he was drinking 9 liller 

water a day and it jllsl seemed to make sense, I was tired 0/ bringing him a 

glass o/waler; so, Isat3 lilterjar water near to his bed." 

Another interviewee, Helen, a s ister ofa ch ild who was 12 year at the time of diagnosis 

regretted, for being impolite to her sister as she wake her lip at night for urination and said, "~I 

never Ihought o/il .. .. If I could have jusl connected ilia diabeles, she wouldn't be in DK." 

Another parent, I-liewot, a parents of a 9 years o ld daughter, diagnosed 7 years ago, 

remembered the time as it was yesterday and said, "She began complaining a/being hunglY 

and thirsty all Ihe time, requesting drinks in the middle o/Ihe nighl and welting the bed. Bul, 

her weight WQsn 'f increasing." Diriba, who lives far from Addis given referra l urgently to 

Tikur Anbessa Hosp it a l, was also challenged by the s ituation on his way to the Hospital at 

night. He remem bered a moment and sa id, "The driver was complaining as we stopped him 

so many times on the way because the child was urinatingji-equenliy." 

Through the process ten parents ch ildren have been miss- diagnosed. Two parents 

namely, Mulu and Abeba repotted that their children have been suspected for be ing HIV 

positive; another two parents, So lomon and Hiewot, children for developing infection and the 

other's children were g iven a drug which they don"t know what it for was. Here is the case of 

one mother, Mu Ill, said, 

"First ilook my son 10 health care center and they gave him some drugs 

but there was no change. I look him to anolher Ihree privale hospilals Ihey 

gave him a lOla/medicines saying Ihis and thai. Bul, still he was sick even 

worse, Ihe silliation was hopeless .... But ol1e day while cleaning a hOllse 

and listening 10 a radio I heard aboullhe symptoms 0/ diabetes on children. 

It was exactly Ihe same as my ch ild .. .! ran out 0/ a house and told my land 
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lord _ .. she said, ' I was crazy and com men ling diabeles is /01' rich people 

nOI/or Ihose who are poor like me .. ,she Ihen gossiped my son is HIV 

positive .. . Bul, her relative sad about l17y situation look me to another 

hospilal .. IlI'as aji-aid 10 lelllhe dacIaI' aboul whal I suspecled. Anyway, he 

gal il and immedialely referred l17e 10 Tikure Anbessa Hospilal, " 

Crying, fr ustrations, sadness, gr iev ing and hopelessness were the major reactions of 

parents for being told the ir chi Id has diabetes, One father, So lo mon recalled the moment as, 

"When Ihe daCIaI' laid me .... I salon Ihefloor and cried like a lillie child .. ," All twelve 

participants report ed that they had fee lings of hopelessness, Ze naslle,said, " Well , I almost fe lt 

li ke it was the end of the road," 

However, most of the parents at first thought it had cure and wi ll go away so easily 

Abeba, where child was diagnosed at 18 month, said, "1 wasji-uslraled bUI, I was ok lIntili 

heard il can 'I be cured, Ihalwas when evelylhing goes down/eeling Ihe world was over," 

Another mother, Mulu. sa id , "I Ihoughl he will be cured and we \vill live Ihe hospilal soon. 

So, when Ihe nurses showed me how 10 injecl I didn 'I care 01 aI!, I was busy doing my hand 

crafts .. '!1 was laler Ihal I understood il is my evelyday life." 

The partic ipants described feelings of anxiety duri ng the moment. Lemelem, said, "I 

/ell like I was deslroyed, I was con/used .. , . , ... iI/elI like Ihe walls were closing on me," Some 

parents reaction was like a parent of chi ld diagnosed at a very young age (ages at diagnosis 

were 14 mo nths) who said, "To be honesl I didn'l remember how il was like, I loslmyself, I 

was doing things unconsciously in between the clJ'ing and staring in my daughter." Helen's 

way of knowing about her s ister 'S cond ition was a little different as she told it , 

"No one was wi/ling fa fe ll me whOl was going on and why? Accidentally f 

mel SOll1eone allhe hospilal gale and we slarl lalking, laler I/ound oUllhe 

guy was an inlel'l1ship medical sludenl .. , he looked allhe libralOlY 

42 



THE EXPERI ENCE OF HAV ING A CHI LD DIAGNOSED WI TH TI D . .. 

prescription in my hand and asked me the case .... and then he simply said, ' 

OH its T I DMt Type I diabetes' ... {thought being type I is beller than 2 as 

it is a IOIl 'er number ... but he continued Clnd said 'type one is the bad one ... 

it has complications .. .. ' he keeps talking .. . he even talks about pancreases' 

transplantation. But, after some poin t I IIIOS17 '(lis tening, I was lost and sick, 

it seems like eve,ything is rollingfas/. ... .. I went to the internet cafe and 

goggled. He was right ... . (Oying) . ... when I went back to the hospital { 

couldn 't f ace my sister .... howal/l I going to tell this lillie girl thefact ... she 

was velJi s ure that it will be cured and we leave the hospital soon ... J wished 

{ could be lost, J fe lt the world come over, {f elt helpless and powerless. " 

Most parents also thought that the medica l diagnosis was wrong and the doctors had 

made a mistake. Emebet , said , 

"{ thought that it was wrong, { was fi.i11 of disbelief and hoped that someone 1V0uid 

walk into the hospital room and say they had made a mistake and we could all go 

home safe .. .. .! f elt that at slldden my life IVas taken, it IVas unexpected twist and J did 

1101 know what 10 do. " 

Parental distress 

The most common verbalized comments concerni ng parenta l distress were sadness, 

anger, depression, and anxiety that they re late to their chil d diagnosis of T! OM. It was 

viewed by the partic ipants as a result of child diabetes and cons istent stress. Ten participants 

reported that diabetes had a majo r impact on their lives. The ir responses often revealed 

fee lings of anger. Aberashe said, "Sometimes { can 't believe diabetes as lifelong sickness and 

this happen to my lillie kid'" Emebet was like, "J didn't like it" . Some parents are angry 

about the misunderstand ing and the comment people g ive to them. He len sa id "{ get real 

upset over Ihal .'· 
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A sense of Fate and defeat was expressed by Zenas he, 32 year old women, who's 

another daughter a lso, has chronic d isease and suffers from it. Her son was diagnosed with 

diabetes at age 6. She cried during the interview and expressed with sorrow "Most oj the time' 

1 am depressed and sad .. .1 just don't get excited with things anymore." She further expla ins 

that she get really anxious, " I really tly hard not 10 lose my mind." Moreover, most Parents 

expressed feelin gs offat igue and fear in their day-to-day li fe. 

Fo llow ing the ir chi ld diabetes and its management some parents are experienci ng 

health problems bes ide the overwhelmed fee lings. Two fathers, So lomon and Diriba repOlied 

that they are sufferi ng fi'om regu lar headache that started at the moment of be ing told of its 

incurability, and two mothers Mulu and Zenashe are experienc ing hypertensio n and gastric. 

Factors associated to distress 

Deali ng with the manageme nt of d iabetes created cha llenges in vario us fo rms of 

partic ipant's life. Parents identified three factors (a) childhood, (b) chi ld's diabetes 

management will ingness, and (c) child diabetes worry. 

Onset of the disease 

Being diag nosed at early childhood stage is identified as an issue by all parents as a 

major factor associated with parenta l distress. Abemshe, a parent of child diagnosed at 14 

months and now age 4, explained. " It is the worsl Ihing that could happen to amother" she 

sa id, "There is 170 way that people can leach a child about insulin at so young age. " she 

repOlted that her daughter used to hide and cry when it was time to test blood sugar or 

admin ister insulin .. .. Aberashe cried while saying, ,lone day when! was about 10 give her a 

shol she asked me, when I was going to stop injecting her with this needle?' Also Abeba, a 

parent of ch ild who was diagnosed at 18 month, whe n talking about injection remembered 

her son crying and sayin g "No! mom don 'I do il" Hiewote, a parents ofa 9 years o ld 

daughter, diagnosed 7 years ago, stated " she moslly yells, 'that hllrl me ' lJee! so bad when 
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she cries and my 1 eyes gels jilll oj tears and sometimes [ couldn ', even see the needle and 

count/he insulin right." 

On the other hand, Aberashe identified the pos iti ve side of being diagnosed at 

childhood and expla ined, " a [at ofpeop[e say ' oh, it so hard that she got diabetes at such a 

young age' but, somet imes [ will [oak at it in the positive way. She is growing up with it." 

she continues explaining, "Sometimes [ meet parents ofchi[dren diagnosed at older age and 

who compla in abo ut their child resistance to accept diabetes and to make change in their way 

of [if e." 

Child diabetes management .. esponsibility 

It' s believed that as the ch ildren got o lder they assumed more responsibility for self­

care. However, th is transition was not without problem as mentioned by the parents. An 

exam ple ofa IS-year-o[d gi rl who didn't want to be worried is described by her s ister He len, 

"nowadays she start to refuse to monitor her blood glucose levels, go onfood restriction 

and be elusive about test results" she fUl1her stated "she got so tired, .... .1 kne\V this would 

happen but itj usl happened too f ast." 

A[though some children wo uld fo rget or not want to be bothered, ten parents said that 

as their children got older they were making an effort to be more responsible even becoming 

more matured compared to their age mates. As she talked about her 13 years old daughter 

Leme[eme said, "J am velY proud of herfor how wel! she is responsible." 

Child wo .... ies of diabetes 

Parents described their children emotiona l responses to hav ing diabetes as mostly 

si lence, some acceptance and positive attitudes. He[en indi cated, her siste r often express 

anger and frustration with having diabetes. A [S-year-o[d boy, who has had diabetes for [2 

years, complained to his mom ' am so s ick of diabetes ' as told by his mother Mu[u. In 

contrast, two parents, Leme[em and Teferi, stated their children had maintained positive 
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attitudes toward their disease as they have been coached by their pare nts we ll on how to 

hand le the phys ical and psycho logical baggage of the d isease. 

Cha llenges parents encountered 

Parent 's respo nses during the interview are sub categorized in to nine sub-themes 

under 3 ma in categories of phys ical, psycholog ical, economical and social challenges. 

Physical Management of Diabetes 

Meal plalllling 

Identifying the right llIeaI 

Those who receive insulin injections need to consume carbohydrates in the right 

quant ity and at the right time to preve nt the ir blood sugar fro m dropping seriously IowaI' 

go ing up. Everyday parents need to match insulin, food intake and be watchfu l ofthe child 's 

physical act ivity. Because of this, mea l and snack times are st rict ly ad hered to. This issue was 

addressed by all parents. The mother of an 8-years-o ld boy, Emebet, stated, "my son eats 6 

tillles a day and 1 should knoll' what and how much he eats all day." Some parents fin d hard 

to different iate the type of mea ls as carbohydrate, protein, minerals .... and the like. 

Children eating without the knowledge oJparents 

In add ition, many chil dren eat food without their parent' s knowledge. The mother o fa 

9 years old chil d Hiewot. stated "1 lell her gently when she wants someJood. she should come 

and leil me. Ell/ my daughter sneakJood and when 1 measure the glucose the numbers goes 

up and IJeel bad ... it 's a child's thing". Another mother Abeba acknow ledge that her child 

has been through the whole sneaking food type of things too. She said "he used 10 sleal 

money ji'om my wallet and when J wen! to his school looking Jar Ihe slolen money. I always 

find him ea!ing all bisclli! and candy." 

Another concern mentio ned by the parents was about trying to maintain the balance 

between g lyce mi c contro l and letting a child to be li ke his normal fr iends. Aberashe be ing a 
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s ingle mother sa id, "Sometimes I prefer to let my daughter eat whatever her ji-iends are 

eating and give her more insulin shot later. " Parents somet imes made consciolls decisions to 

ignore the rules. Te fe ri said, "after all he is a child. ·' 

Administerin g insulin outside home 

Adm in istering insu lin outside home was mentioned by two parents as a challenge. 

They found it difficult to find a place where they feel comfortable g iving the child an insul in 

injection, Helen, said "whenever we go out we usually inject insulin at restaurant toilets." 

Children inability to recognize sy mptoms 

Parents of four chi ldren said their children were not ab le to recognize symptoms of 

hypoglycemia (low blood sugar level) and suffered from it. Zenashe, once found her son laid 

down on bed being in hypoglycemia sit uation but cou ldn't tell the sympto m, she said, "he 

jllst slept until I returnedji-om church and 1 immediately gave him sligar and he becamejine, 

later on he told me that he was playingfootballwith his ji-iends and had much exercise." 

Pressure of related illness on diabetes management 

Illness and stress can also make it difficult to maintain an appropriate blood sugar. 

This was mentioned by severa l parents. One fathe r, Solomon, whose child was hospita li zed 

before three month for ' tonsil' treatment commented, "her sugar level is so much more 

ji-agile ..... actuallyshe has never beenji-eeji-om disease, earlier she has been diagnosedfor 

intestine infec/ion ... ... we are having hOl'l';ble lime," Another mother, Aberashe. noted flu is a 

challenge fo r her child and Helen, ment ioned, "School exam stress" as a challenge for mak ing 

it difficult to contro l blood sugar. 

Fearing health complication 

Ten parents expressed feelings of fear related to health complications that diabetes 

potentially can bring. One mother, Hiewot, expressed her concern saying, "although the 

diabetes educators said if we took care of it, they are going to live a healthy life as anyone 
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else" bul, il is slill velY scmy! Especially as you walch 11 years old kid gone blind because 

of diabeles." S imi larly He le n, witnessed, 

"When 11'e (she and her diabetes sisler) wen/fa Tikure AnbesaforfollO\·v­

up, we saw a 10 years old diabelic kid slarting 10 have kidney 

problem .... Ihe velY thing Ihal make me sick is thinking about diabetes 

relaled health complicalion diabeles is nol only aboul your present, it 's 

also about your!uture .. Actually we are doing our best to control it. But, it 

seems hard fo avoid ... In the long run it may injure her hearl, kidney, and 

nerve, lake her leg or eyesighl .... that is one of the reasons thaI I always say 

pediatrics should be differenliated ji-om Ihe adult one. Because when 

children's see older people wilh Ihe complicalion al lhe hospilallhey may 

feel hopeless and may say Ihis is my destiny. " 

Asked about what worried her most about her child? Emebet rep lied, 

"Thinking aboullhe complicalions kills me, my son is 8 years old, I have 

may be only 10 more years 10 decide on his evelyday life .... bul when he 

gets 18 and grow up r will have no power so, r am worried thai he mighl 

gel in to complicalion by being careless or tired of the diabeles 

management. " 

Most Parents didn ' t find it emotionally easy to talk with their child about the heath 

comp lication. Hiewote is one of the parents who find it difficu lt. As she sa id, 

"My daughter used to eat sweets at school hidingji-om lI1e. So she was 

having hyperglycemia ji-equently. Whenever I get bad number on the 

gelucomellY the complication come to my mind and gets me frustrated. One 

day r asked her, to close her eye and tell me what she see ... she replied, 

'noling. ii's all dark' then I told her this is what ,viII happen to her if she 
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don 'I slap laking sweels and hide from me. After Ihen she brings all Ihe 

chaco/ale and candy (hat she gels af her school 10 me ... il was hard I was 

even crying telling her this . .. 

One guardian, Helen, sa id, "because 1 have no guls 10 tell her about the 

complications, / always put the magazine that has Ihis kind a/messages just infront a/the 

table so thaI, slle cOllld read' although another parent , Solomon, find the magazines scary fo r 

a chi Id to read. 

Parents not on ly were concerned about their child deve loping complications, seven 

parents acknowledged the possibi lity that their chi ld could die suddenly of the diabetes. Most 

parents always wake up and check their kids at mid night and even some share a bed with 

their ch ild. Hiewote sa id, 

"Especially at ftrst / was lVorried that / mighl nOlfind my daughler alive in Ihe 

morning. So, 1 don 'I even/al! asleep, 1 jusl sal and walch her. When she gels up in Ihe 

morning Ihal was my happiness, starling fhal lime f don '( sleep much and still we are 

sharing the same bed room. " 

Psychologica l chal/enges 

Lack of emotional support 

With the initia l diagnos is a ll were heali-broken and felt sad ness. In relat ion to this the 

need for emotional SUppO lt were recognized by all parents. These fee lings are demonstrated 

in the comments, "it just comes unexpectedly and shake up your life H, "you imagine of how 

life will be and ask why me?" , "How am / going 10 handle il?" (Aberashe) Emebet said, "1 

have never been and will not be in such crises ever. That was my clima):!" Helen was 1 ike, 

"whal is life after all. 1 lost all Ihe sense." 

Parents expressed that they wish they had someone who knows about the situation 

and be wit h them after the diagnosis. H iewote, said , "You see me fine now after managing 
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diabetes for 7years. There were many years where [sat in my living room and cried. J felt 

like I will never be able 10 do il." Another parent, So lomon, mentioned that his wife st ill cry 

day and night after I year d iagnos is of their 8 years old daughter and need so me kind of 

emot io nal a nd psyc ho logical support. 

All partic ipants repOited to have been in need of some emotional and psychological 

SUppOlt at the time of the ir ch ild's diagnos is, and immediately after they knew about the 

status. But, most of them were not able to get the supportthey longed for. Emebet, po inted 

out the disparity between he lp and info rmation regarding phys ica l management and 

emot ional manage ment w ith her statement, 

they just tell yo u that it is a chron ic illness, someth ing that could cause 

your child to die at any moment and just only show you how to do the 

inject ion, what to do with gluco metry and the like, and there is no 

therap ist , someone at least who has the experience ............ No SUPPOlt, 

there is no emotiona l, menta l support for it. 

Simi larly, He len, said, "[ didn 'I wamlo leave Ihe hospilal, fWDS scared ofgoing 

home, f was ji'uslraled, Ihey tei! you it is life Ihrealening and the nexllhing you know Ihey leI 

you go home, you can imagine how it/eels ." 

Child misbehaving 

Many parents interviewed indicated the change in their child behavior as they became 

angry, aggressive, isolated, offended, very emotional, and careless and start a fight wi th 

siblings. Parents were found to be inteltwined between managing the diabetes,d isciplining 

child behavior and allowing the child to have a child hood time. And face difficulty 

determining if the mood sw ing is the result of an abnormal blood sugar or something e lse. 

These concerns were vo iced in two parents, Solomon and Teferi, Further described by, 

Solomon, said, 
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"[ Ihink the mosl challenging Ihing when parenls deal wilh diabeles child is adapling 

10 Iheir behavioral change .... allhe beginning we as afamily were confused. BUI, now 

Ihe jirsllhing J do is J measure her sligar level and if ii's normal ...... oky, ii's all 

about her mood and we just leave her. " 

Most pare nt s were concerned abo ut disciplining ofa c hild whose moods could be 

affected by blood sugar changes. All mothers adm itted that they don ' t go hard on punishing 

their diabetes c hild. Mulu w ith a 15-year-old boy who has had diabetes for 12 years, 

complained, 

"It's hard fo r l17e as a parenl because, / will gelll1ad 01 him for do ing 

Ihings wrong ... bUI allhe same lime [wonder if he is misbehaving like Ihis 

because of his sugar level. He is always angly aboul his diabeles ... You 

may keep Ihe blood sugar well, but how do you correcllhe behavior? [ am 

having a velY laugh lime, he is becoming 0111 of conlrol, J was hoping he 

will help me some day . . .... but nol anymore, he drop oul school ...... " 

4,3,2.1 Experiencin g burnout 

When asked about challenges exper ienced, one mother responded saying, "You know, 

J sOlllelimes hale m)l'son's insulin and hale Ihe whole Ihing." (Emebet) These feelings were 

shared by the mother of a IO-year-old boy diagnosed For 9 years 

" ... J often, have Ihaf day where J am like / can 'I do if anymore, mosloflhe 

lime J clY .... .I am also wilh chronic illness laking pills evelY day, when my 

child gel sick [ spend sleepless nighls feeling no one is Ihere for my poor 

child excseplll1e ... anyway Ihis is my desliny, so, I can 'l help ii, JUSI only 

accepl il ( clying). (A beba) " 

Social challenges 

Misunderslanding of Tf D 
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A ll parents observed a lack of understanding ofthe difference between type 1 and type 

2 diabetes by the community. Such comments as, Helen, said, "The first thing is people don ' t 

kno lV there are two different type of diabetes" she also encounter "people and relatives 

saying Ihe child could probably go 10 gym, lose weighl and won't have diabeles anymore." 

Most mother palticipants ( Hiewote, Emebet, Lemeleme,Zenashe) in this research repolted 

rece iving comments even from their husband such as, "il is because you feed Ihe child 100 

much sugar and sweets" and "when your child groltls up ils goanna go away." Actual ly, none 

of the interviewee knew about child diabetes before their child has been diagnosed fo r it; they 

thought it was a ll about aging and being overwe ight. Mu lugata, a fat her of a 12 years o ld 

daughter, who lives in rural area, and whose child has been d iagnosed at age 10 the first time, 

said, 

"Allhe firs llime when Ihe doclors laid lIle and my wife our dough Ier is 

diabeles we didn 'I believe Ihem, 1 hoped Ihat ilmight be some kind of paper 

error, how can a child allhis age has diabeles? 1 heard Ihal il only caughl 

older andral people who live in luxU/y. Bul, our daughler was velY skinny 

who lives in poverly and in afarmer'sfamily ..... T¥hen we wenl back 10 our 

community Ihey didn 'I accepllheiacl. Th ey Ihought il is a bad spril. I replied 

10 Ihem by saying 'we don 'I know more thanlhe doclors. ' Bul, we look her 10 

almosl all spirilual places for cure and Iried our best. Even, once a guy ji-om 

Addis took me 10 an organization and convinced me Ihal there is a medication 

thaI is newly imporled ji-om foreign cO/mil)' Ihat can cure Ihe disease quickly , 

I was vel)' optimistic that 1 immediately sold my COIV and bought the medicine 

wilh 3,000 birr and 1 paid 340 binfor regislralion al lhe organizalion. But, 

nOW 1 have all the medicine and the cartons being thrown away in my home. 

Because, (llier two days of taking the drug Illy child became more ill and she 
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stopped taking il . She doesn', wanl even to see it now. For the rural family 

like me selling a caw was a big loss and the money was (0 0 much. " 

Zeritu indicated one of the major challenges she faced related to her chi ld diabetes was 

discrimination as she said, 

"Whenever my son goes Ol/t to play /oat ball with other kids there was 

women ll'ho let her child get out a/the play immediately. .. despite that 1 

tried 10 tel/ Iter thaI il is not communicable. Bur, she was velY arrogant to 

me. One day when my son asked me why this women is doing this and said, 

'is this because a/me ' I Hlent to the association c/J'ing even nol wearing a 

scarf, they gave me a medical paper that declares diabetes is not 

communicable, / waited late at night until her hl/sband came and gave him 

Ihe paper ". 

Erosion in social interaction 

Concerning challenges re lated to social interactio n, many participants reported that 

although, lots of fi'iends, famil ies and other social circles understand what they are going 

through and does not make an extra effo rt. Aberashe noticed her social relationship being 

gradually eroded. One partic ipant, Helen, verbali ze that she lost interest in soc ial li fe 

saying, "Because mOSl afmy social circle doesn ', knolV aboul the situation J just don ', f eel 

like they kno w me," 

Economica l challenges 

Financia/ cost ~r diabetes: 

The cost of manag ing diabetes was an issue identified by most families. Solol11on, the 

father ofa recent ly diagnosed child complaining about the cost of diabetes care saying, "/ 

paid 100 ml/ch money 0 1 a hospital. / paid /0.000 birr/or a week and / was lired a/finding 

g/ucomeler . BU!. no ll' 1 am havingfree service f rom the association including the medical 
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eqllipmenl. "A beba and Mulu as sing le poor parents are wo rried about what wo uld happen to 

their child if something happens. Those two parents who are fi'om rural area, Diriba and 

Mu lugata are financially cha llenged fo r paying thei r transportation, restaurant and motel 

service wheneve r they come to Add is Ababa for fo llow- up on regular base. 

The cost of ba lanced diet needed for the child is a lso add itional cost fo r parents who are 

underprivileged . Zenashe said, "/ am renling milk!or my son. r pay 300 birr a monlh .... this 

is too mllchJor liS." On the other hand, there are fi na ncially well done fam ilies like Emebet 

and Hiewote. These two parents want to cont ribute something for the associat ion and he lp 

poor famil ies. Emebet described the s ituation, 

"". r was a women who was selfishly living. / bllY evelything that my child 

asks Jar, r have no problem oj paying my child medical care, or / never 

worried abolilwhatio Jeed him, but one day this question crossed my mind 

'whalwill happen 10 Ihe poor IVomenwith diabetes child? '". ".I came to 

the association and start working wilh them. I am now one of the parent 

support group commillee eslablished recently ... . after then r heal' a 101 oj 

relaled problems, there are diabetes children who gel in 10 hypoglycemia 

andJall dOll'n at school evelY day Jar not havingJoodl a lunch box, even 

Ihere are diabeles children who lives in Ihe slreel and hardily eal. " 

Some participants mention that it 's hard for them to get better care at private or at 

spec ial ized pediatrician c linic as they can't afford the expense. 

Employmcnt cha nge 

In addition to the above challe nges a ll mother respondents experienced the effect of 

child diabetes management re lated to their emp loyment. Including quitting jobs outside the 

home, chang ing the type and place of wo rk, as mo st of the m puts it 'my child is lI1y job.' Most 

of the mother's quit job so they would better be able to monitor thei r child, insu lin, diet and 
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hospital fOllow ups. But, two parents Mu lu and Zenashe got fired for miss ing work 

fi·equently, attending their chi ld hosp ital. This em ployme nt change off course affected their 

income negatively. 

Concerni ng the type of job, three parents are making a liv ing by baking and se lling 

injera, Abeba wash closes for the neighborhood, Emebet and Aberashe stay at home and 

Hiewote sells kids Clothi ng, playing materials at the gate of her home. All of them believed 

that their previous job was much better than the prese nt. They are just sett ling for less, 

prioritizing their c hi ld care. In re lation to mothers employme nt change Hiewote told her 

experience, 

"I used 10 have a big super markel, and il was filII oJsweellhings and I 

always bring my doughIer wilh me 01 work place. After she got sick I never 

leave her home. So, IVhenever parenls come and buy sweels Jar Iheir kids 

she slarls 10 ely. So, 1Jell so bad Ihal my child can'l have i/. J don'l wanl 

her 10 stiffer seeing olher kids enjoying ... so I gave Ihe shop Jar renl . " 

On the other hand, the s ituat ion gave Emebet a stay home mom a chance to go out and 

actively participate in the assoc iat ion program and advocate for child diabetes. 

Fa mily communication and relationship 

Fam ily and marriage issues addressed during the in terv iews included <a) parental 

disagreement, (b) s iblings and extended fam ily and (c) fami ly misunderstanding of 1' 1 OM. 

Parental disagreement 

Another point mentioned by participants was d isagreement between parents and 

fami ly members. Emebet said, 

"Alfirsl my relalionship wilh my husband becaille difJerenlll1Y husband 

lVas a/ways in to counting numbers, number of insulin dosage, 

carbohydrale counting, sugar level ... .. and lI1e 1 was busy wilh gelling 10 
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know mOlhers wilh diabeles child, finding people who made il with diabetes 

.. . Ihe other issue 0/ conflict was that, my husband used 10 blame me/or 

evel), hyperglycemia (high blood sugar level) and hypoglycemia (low blood 

sugar level) uur child had in the day .. .. we are still working on Ihat " 

Another mother, Hiewote, said, 

"My husband blames me/or ignoring him and being too emotional with our 

diabeles child. He thinks I should pass the responsibililY 10 our child bUI 

she is ollly 8. We also had a bigfight once as I really wanted to join college 

and study nursing. He said, 'Ihe knowledge you have is enough/or your 

child' but I want 10 have the opporlunily to help people like myself who 

somelimes / eel Ihal life and Iheir heallh is/or oul o/Iheir control, I wanl to 

own a child diabetes clinic and education center, just to help more children 

wilh diabetes and leach parents .. .. anyway one day I hope I will make it 

Irue. " 

Similarly, diabetes was a turni ng po int for Mulu's d ivorce she said, 

" ... O./J course we had a long SIOl), a/unhappy marriage, but it came 10 an end when 

my husband slarted blaming me/or having an a./Jair with doclors, he Ihought I spend 

all day alld night at a hospilal/or olher diny reason ... Ihe guy was very jealous 

anyway. 

Siblings "nd Extended Family SUppOlt and communication 

In response to the question about issues regarding s iblings or other family members 

the vast majority of parents said the s iblings of the child w ith d iabetes are very cooperat ive 

phys ica lly and emot iona lly. One Mother, Emebet, indicating a negative experience said, "Ihe 

younger siblings wanl alllhe diabeles care (laugh ing) .. ... at some moment Ihey wished Ihey 

could be like Ihe diabeles child jusllo be Ihe center 0/ allenlion." Similarly Hiewote, said, 
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"the other older siblings always complain that [am inJavor oJher (the diabetes child), [hope 

they will understand me", On the other side, in discuss ing a positive outcomes, Helen, sa id, "J 

think our siSler diabetes has made all the family members to become more responsible even 

the velY younger sibling care aboul her." 

Change in fllmily lifesty le 

Helen, Hiewot, Teferi, So lomon and Embet are parents who sa id their famil y li fe style 

has changed co ncerning healthy eating because of the child with d iabetes in the fa mi ly. One 

mother, Hiewote, expressed the change as "we stopped shopping soda and carbohydrate 

Joods, although it is not easy to persuade otherJamily members . .... We just don't want her to 

Jeel isolated' in re lat ion to this concern, Helen told her traumatic experience saying: 

Amazingly before I knew it I stopped us ing sugar, I get disgusted when 

people put sugar in their co ffee, once I almost vomited when I saw a 

man ... chomp mouthful of sugar in a cafe .... . 1 know sweet is poss ible 

for diabetes in limited amount .... but I sti ll hate it and I don't like people 

who puts many spoon of sugar in their drinks. 

Extended Fami ly member misunderstanding ofTIDM 

Several parents commented on the lack of understanding ofother fami ly members 

regardi ng T I D. One father, Teferi, stated, " f think the hardest part oj gelling used to itJor 

theJamily is that there is a misconception that it is all about high usage oj sugar or high level 

oj sugar in a body. They would say 'eat its ok." As one participants, Helen, puts, "whenever 

we go to relaNves home they give her sweets and say, 'leI her eal it's once in Q blue moon' oil 

course iI'S with good \IIill, they don 'I wanl to iso/ale her ... they just don', realize how il can 

affect her." 

The positive side of child diabetes 

Beside participants issue of disagreements and other famil y issues all parents agreed 

57 



THE EXPERIENCE OF HA VING A CHI LD DIAGNOSED WITH T ID ... 

that their family intimacy and commun ication suppol1 and care has increased. As they started 

doi ng thi ng as a fami Iy followi ng the ir child diagnosis. For examp le, Solomon sa id, "/ was a 

velY oul looking/arher and arroganr 10 my wife bUI nol anymore! My wife has also a sickness 

and she is emolionally hurl, Ihis is m)' lime 10 be Ihere lor my /amily." Embet, also said, "A I 

some point the fam ity was detached bullaler \\Ie became more allied '. 

School related Iss ues 

In response to the question about issues regarding child with diabetes and schoo l li fe, 

(a) School cooperation, (b) creating awareness for the schoo l, and (c) friends at school were 

discussed by parents. 

Coopera tion from schools 

Parents reported both posit ive and negati ve exper iences with their children 's school 

experience. Some (Emebet,Tefer i,) were satisfied with suppol1 they receive fro m schoo ls, yet 

other parents had diffic ulty gett ing the needed cooperation. One mother, Aberashe, whose 

child has been diagnosed at the age of 14 month described her prob lem in finding a school 

who is willing to accept her child and even one sc hool administrator recommend her to let 

her daughter stay home unt il she was able to do her inject ion and be in control of her g lucose 

level. At that time the mother was cha llenged by the adm inistrator quest ion " who is going 10 

be responsible i/she gel in 10 cOll1ma." 

Another mother, Zenashe, po inted o ut that prob lems with the school vary in regards to 

teacher's will ing ness . As she put, 

"You may find leachers with good heart and then Ihe next year you will have teacher 

who could care less, but / am lucky thaI this year m)' child has a teacher who herself 

has diabetes. She is so kind 10 my child .. 

In co ncern with the issue most parent s mention that teachers did not want to dea l with 

the mood swings associated with the d iagnoses. Helen, re late th is to her li ttle sister 
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experi ence, "she was placed as ifshe became behaviorally challenging student." This parent . 

further discussed the cha llenge of worki ng through prob lems with the school, "we have had a 

bigflghl with Ihe school, when one teacher confronted my sister what she is diagnosed 

for .. . .}ust in the middle oflhe class and when she relurned home she laid me 11701 she fell so 

bad." 

Only two parents, Abeba and So lo mon, reported, the ir child missed class frequently 

because of d iabetes s ickness. So lomon, sa id, "She missed a 101 of class Ihis school year 

because as she been in DK Ihe highs and lows made il impossible 10 slay in class and learn. 

She fo und il hard to calch up at school." 

Creating awa reness for the school 

A ll parents talks with the school abo ut the ir child hea lth status and exp lained what 

TIDM is; so me parents do it every year to create awareness and the schoo l to take into 

consideration when dealing with children in th is kind of s ituation. Part icu lar ly one mot her, 

Hiewote, shared her hobby during the interviewee abo ut go ing into the school at the end of 

each year to educate and g ive flyers about diabetes o n the yearly parent 's day celebration 

organ ized by the schoo l. She a lso gives fl yers to every c linic she cou ld reach. 

Support from the children's friends 

All parents said so me chi ld fi'iends know about their child diabetes. Children are 

natura lly curious, to know what their friend is do ing with the diabetes management and the 

medica l staff he brings at schoo l like, need les, glucometer. .and the like. Regarding thi s one 

fat her, So lomon, had an experience, 

Three months before my child who is a g rade 2 st udent check her fr iend sugar leve l 

with her g lucometer and str ip at schoo l. .. the next morning I had a call from the 

sc hool. .... The chi ld's parents came and appea led ... that was a shock for everyone. 

Cha llenges associated with school lun ch 
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A nother co mmon issue raised was regarding lunch at school. One mother, Hiewote, a 

mother of 8 years old, descri bed the case, 

"One day my daughler came home being very weak, swealy and tired. She 

was tolally in hypoglycemia, when 1 ask her whal happened she said, '1 

shared my lunch wilh Fiends ', slarlingFom Ihal day 1 changed my 

schedules 10 be able 10 give her insulin shots allunch because Ihe school 

did not have a nurse. 1 go 10 her school evelY day allunch lime, 10 Jeed, 

check Ihe sligar level and give her a shol ... 1 decided 10 give her a shol al 

lunch, meaning, three lim e a day because her doc/or said, . i/ 's vel)) 

advisable if you have Ihe energy' ... ils vel); challenging bUI worlhy ... 1 will 

do whale vel' illakes, J preJer to suffer now Ihan regrelling laler on. " 

This parent, Hel en, has only good thi ng to say about her sister lunch time at school. 

She said, "Her fr iends are amazing; because she eal her lunch sharing with them, they 

always bringJoods thatfit with her sugar, Iheyare also velY cooperalive in accompanying 

her home when she Jeels sick." 

Health care services 

Hea lth care service issues including, (a) hospital experience, (b) health care providers 

approach, (c) info rmat ion at the hospital and (d), hospita l discharge were ra ised by 

part icipants during the interviews. 

Hospital experiences at the time of diagnosis 

Few (Solomon, Hiewotee, Emebet, Tesfaye) parents had only good things to say 

about their hospital experiences. Four parent s said the doctors and the service was good. The 

parent s of children ad mitted at governmental hospital they had a more negative experience. 

Some Parents complain ed about the competency of the med ical profess ional s. For example, 

the mother of a child who was 14 month at the time of d iagnosis, Aberashe, cla imed, 
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"It was horrible! Th ere was no one who tells you what is exactly going on, 

the doctors change evelY lime and the new doctor starts/rom scratch 

again. Since Ihey don 'I have a single gulliconellY, 1 used 10 go 10 Ihe 

labara/DI)! oU/side the h05pital eve,)' Jour hour including the night lime. 

You can lell holV il is scmy wilh all Ihal gangslers slanding oro lind. 11 is all 

because, Ihe big governmenlal reJerral hospilal don 'I have a simple 

laboralOlY leslmachine Ihal deleci a Kelaacidosis level (a laboralOlY lesl 

that shollid be administered velY f requently when a child is in DKicomma 

condilion) , bUI evelY single privale laboralories own Ihat ... .. it 's a shame 

Jar the hospital. " 

Similar ly another parent, He len, who were at the same referral hospital at the time of 

diagnosis, we re not happy w ith the experience either. Say ing, 

said, 

"Nurses were not nice at all and competent, my sister was admitted in DK condilion 

Jar 15 days. One day 1 was the one who delected nllrse is giving her the wrong IV, 

running ... [informed the doctors 'who were ;n shock about the error, she could have 

died. " 

Emebet, a lso recently met a pharmacist who doesn' t know what ch ild diabetes is, she ' 

"We went to Ih e pharmacy 100kingJor artificial sugar, when 1 talk to my son the 

pharmacist listened thai my son is diabeles and she asked me 'are you sure? Did you 

take him to a hospital? Did Ihe doctors said thai?' she was all amazed 10 here he is 

diabeles and f was amazed Ihat she didn 't know. " 

Healthcare providers approach 

Most parents state that they wanted hea lthcare providers to use positive reinforcement 

and encouragemenl during the ir hospita l stay a lthough on ly so me obta in that. The mother of a 
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boy diagnosed at the age three has liked her doctor and sa id, "She was velY sociable, she was 

like a/riend she gave me advice 10 the en/ire problem I have, even concerning my marriage 

andjomily, she encourages me, she makes my son/eel like he is ok, meeting her was a relief" 

Parents fee ls it is important to find a healthcare provider w ith whom they are comfortable 

with and who is regular. Concerning this, one mother, Lemle m, reported that every tim e she 

goes to the hospital she fi nds a new doctor and wish if there were common doctors who 

follow on ly c hi ldren wi th diabctes and who knows how to deal with child psycho logy. 

Hospital discharge 

Despite the dissatisfaction at the health care service several parents reported the need 

for support after hospita l disc harge and they felt scared of going home a ll alo ne tak ing a ll the 

ne IV responsibility. He len, said, "/ wish we could stay in the hospitalforever at least there is 

doctors nearby youl! another parent, Solomon reported, " we were scared of going home" 

and another parent, Lemelem, said, "il was jllS! overwhelming tQsk while you are leaving the 

hospitaf' One mother, Aberashe, expressed the fee ling, " / thought / am out of evelything ... 

il \IIould have been great allist (0 gel to knolV some parents raising children with diabetes" 

she furt her descri bed how she fe lt , "just a call to see how you are doing from someone who 

knOll'S aboul if lVould have been so helpful to me . .... I lI'asn'/ sure about what I was doing" 

Information at the hospital 

Many parents felt overwhelmed with the info rmation given during their hospita l stay. 

Informat ion's were vague and too much of shocking and parents missed to hear pos iti ve 

things about diabetes. As one father, Teferi , put it, "/ would suggest having the health 

professionals thai tell you the good things too" . Helen also c laimed, 

"They could have told you both sides, rather than scaring you by saying 

she is going to lose her leg like this guy .... naming famous lIIusician who 

died ajier diabetes .... sollletimes they are ignorant .. . They forge t that they 
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are lalking aboUl your child and you are a parent ... / don 'Ilh ink Ihey 

know how iI/eels .. .1 read on a magazine that there are people who live 

more Ihol1 40 years wilh TI DM Ihey should lell you Ihis 100. " 

Two parent s Abeba and Diriba reported the hea lthcare providers were defensive when 

questioned. One fathe r desc ribed this happening during their hospita l admiss ion, "nurses 

were gelling mad alltsIor questioning, but we come/rom a rural communitY)\le have no 

informal ion aboul T J DJvf we /mow nOlhing." One Mother, Emebet, described this, "we are on 

Ihe defense already; you /mow we are hesitating, so we took our baby 10 another hospital 

which the doctors don't like it and they were velyangly" 

Diabetes ed ucation 

Concerning the diabetes education, parents ta lked about, (a), limited know ledge of 

diabetes, (b) access to diabetes education, (c) importance of diabetes education and (d) 

preferred method of receiving ed ucation. 

Limited Knowledge about diabetes managem entlDM 

Two partic ipants were unable to describe what hypoglyce mia is. The participant 's 

child had been diagnosed fo r the past two and three years. One of the parents, Diriba, who 

came fi'om rural area for follow up at Tikure Anbessa Hospital was wit h his kid who seem 

like a 9 years old but later I found out he is 12. He answered in response to the question about 

his knowledge of diabetes by say ing "/ know weill Yes off course, how dare you ii's my son 

life" but later in the interview he didn't tell if his son ever fell for be ing hypoglycemia he 

rather said, "No! My child disease is about high sugar level not loll''' the child HB I C result 

was a lso very bad, high > 14 the machine even co uld n't read it. The advisable range fo r a 

diabetes child is bet ween 7 and 8. 

Mulugeta, who is a fath er ofa child aged 12, came from rura l area to take insu lin and ' 

other equ ipment. The child H B I C result was very bad, > 14. The staffs at the organ izat ion 
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were cur ious to know what was wrong. Because, the number of insulin dosage his daughter is 

taking was much higher than her weight. So, her I-IB I C result was estimated to be very low 

with freq uent hypoglycemic experience. However the trut h was the opposite. Latter on when 

the father was asked how he is preserving the insulin, he demonstrated in the wrong way 

which make the insulin wo rk less effectively. Note that, fami lies at the rural area keep the 

insu lin co ld in the sand trad itionally since they don' t have refTigerator and e lectric power. 

Also while the g irl was physicall y examined it was known that she is injecting herself only at 

one body part which a lso hinders the effectiveness of insulin distribution in the body. 

Emebet. one of the participants and who is active at the parent SUpp0l1 committee in 

the assoc iation witnessed her experience of meeting a ch ild, who suffers from limited 

knowledge of diabetes in the fam ily, saying, 

"I wenllo Ihe hospilaljuslJor observalion and collecled dalaJor our new 

projec!. There was a poor 7 years old child who seems in Dk condilion. He 

was so dizzy and there is an old woman wilh him (his aunt). I went to the 

doclorrooll1 wilh Ihem, and I was shocked 10 hear he is Ihe one who injecls 

himself and doesn 'I know numbers clearly Ihal he dose himself insulin as he 

likes. The woman said, 'I broughl him Ji'om rural area when he was sick but 

I couldn 't be a help because I am VelY old. uneducated and poor '. The 

doctor hospitalized Ihe child immediately Jor being in DK .... (clying) .... I 

saw my son in his eyes they are alll10st in the same age ... I tried 10 find 

someone close 10 the family at list 10 teach holl' 10 inject. BUI, no one was 

Ihere the old wOll1en told me that, the shop keeper in Iheir neighborhood is 

the only help as he let Ihem keep Ihe insulin in his reJi'igerator. When I 

called him he was busy to come ..... I also have met children aged only 10 

and 11 coming to the hospilal and to the association all 010ne .... not only 
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because of the shortage of diabetes education, but having parents who are 

educated and well done but velY negligent and ignorant. Some of them 

didn't care at all. " 

Diabetes education 

Two participants, Mulugeta and Diriba be lieved that there is lack of access to d iabetic 

education. Verbalized that they had no access to a diabetes educator or educational program. 

Mu lugeta said, 

""Ve are coming here from the COW7l1y side only jor/allolV up, we are a/ways in rush, 

they told liS there is education program eve})' week. Bul, we have no time to stay here 

for the education, the hotel cost is also too much that I didn't aI/end the progrom 

except once . .. 

All Parent s stated they had so me access to medica l care. This med ica l care included 

access to medi cal equ ipment but not a lways access to a medical doctor. However, all 

participants agreed on the importance of education. One mOlher, Aberashe stated it , 

"Diabetes management require your knowledge as equal as being a doctor." And, most 

parents suggest parent's group discuss ion. Some suggested internet, media and home to 

home education would be the preferred method of receiving information about diabetes. 

Coping and adaptation 

Different parents used different coping and adaptation mechanism to cope up with the 

s iluation (A) deve loping a positive attitude, (b) Increasing diabetes management know ledge, 

(c) meeting other chi ldren ' s w ith TI OM, (d) talking with other parents raising children w ith 

TI OM and (e) participating in acti vit ies hosted by the assoc iation were identified by 

participants as means to get a long with it. 

Developing a positive attitude 

In spite of the many problems faced by the parents, several of them maintain a 
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positive attitude. They expressed the impOitance of being posit ive and of recogn ize things are 

cou ld but can be wo rse. In the words of one mother, "1 am always /lying to be positive 

because there is l70fhing you can do aboul it. II 's beller to accept it" Her positive attitude 

came from her experience in the hospita l when her fr iend relative was diagnosed with cancer 

and died later. As she put it, 

"~Ve were in the pediatric ward with my friend and there I saw kids with the 

worst sill/G,;on, diagnosed with leukemiet and a/her. May be its rude to say ... but 

it was a good thing to go up there and see all a/the other kids that have so much 

more to deal with. It makes you grate/ulthal it is diabetes. " 

Zenashe, who is a mother of two chronica lly ill children, adapted to diabetes 

positive ly as she found it better than her older daughter bra ins disease which she think is the 

worst and doesn't go away. She sa id, "She does IIJ' almost evelY drug 0/ Amanual Hospital 

(a mental health hospital) ... no change" (Crying). "So, comparing to Ihis insulin is almosl a 

cure." Te lling how she cops up with it, Helen used the express io n "allisl it is manageable." 

On the other hand, denial was also one of the negative adaptations that some parents 

used. He len, who is responsi ble for parenting her sister said, "my 1I10ther still deny il is a life 

lill1e thing she believes it will go away some day ... J mean ... it 's ok atleasl il helped her." 

Hiewote, also witnessed that there are a family members that she knows and who even don't 

call the name diabetes not to give it a recognition. 

Increasin g diabetes management knowledge 

A ll parents ind icated as more year goes by and as they increase in the ir abil ity to 

manage their chi ld diabetes, they adapted it and make it a habit. A mother ofa child 

diagnosed for 4 years, Lem lem, sa id . 

"It was definilely a lot harder in the beginning through till1e youjust start 

knowing whallo do, lime solve evelything". Another mother Hiewote said, "i! is 
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now 7 years at some point it became your habit .... especially as you increase your 

knowledge il calms you down .... YOlt knOlll , now many parents calls me and ask 

mejor medical advice .. .. As if/am a doctor ... "(Laugh ing). 

Meeting other children with TIDM 

Most parent s feel strong ly that the ir ch ildren meet ing other ch ildren's w ith diabetes 

helped them through a ll the way and find it very impol1ant. In the wo rds offour parents, 

Emebet, 

"jar our child and the jamily it was the best thing to be able to see that there are 

other kids offending similar activities." Helen, "/ think the hardestthingjor a 

child is 10 think '1 am the only person Ihal has diabetes ," Solol11on, "you know, 

they (children) may not believe you telling them there are other people oUllhere 

Ihal do have diabeles." And, Hiewote, " illl1ake Ihem nOljeel a/one" all parents 

bel ieved there was val lie fo r the ir chi ld with d iabetes to interact w ith chi ldren who 

also have diabetes. One mother, Helen, sa id, " il is Ihe besllhingjor your child 10 

be able 10 see Ihere are other kids jusllike him and Ihey can do normal Sl!!!/' jusl 

like evelybody else can do." 

Talking with other parents and participating in activities hosted by the 

association 

Many parents said one of the most he lpfu l things was talking w ith other parents who 

were rais ing diabetes child and meet ing those people who live with diabetes. H iewote, said , 

"It was Ihe firs t day Ihal / was told my child it is diabetes and Ihe daciaI' 

suggested lIIe 10 contacllhe associalion; il was on Salurday J reached 10 

Ih e office almost when Ihe slaffs were leaving, J was clying like il is the end 

ojlhe world. This woman slarllo lalk 10 me, when she laid me she is 

diabeles herself beginningfrolll her childhood r immedialely coo/ 
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down . .. . she was a happy pregnant woman almost having her second baby, 

that was the most helpful thing I everfoul7d. " 

Emebet, enco urages meeting parents for the emot iona l support she gets. She said , 

"Doctors could 1101 ever give you this" Another parents, So lomon and Zenas he, magnified the 

benefit of lett ing a chi Id meet successfu l people with diabetes. Zenas he, she further sa id, "my 

child wants 10 work 01 the association when he g rolVs up, and he was inspired by a diabetes 

young man who works in the association." 

Four Pa rents namely, Helen, Emebet, Hiewote and Aberashe participating in 

organized diabetes activities was valuable for thei r child and fo r themselves. It gave 

0ppol1unity for the ch ilelren to see other children with diabetes and for parents. 
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C hapter Five 

Discussion 

The main objective of th is research was to explo re the exper iences of parents rais ing 

chi ldren with TI DM regard ing challenges, the impact of the disease on the fami ly, and 

di ffic ult situations parents encounter, explore feelings and reactions of parents towards the 

situation and explore the parental coping and adaptation mechan isms used to the diagnosis of 

thei r child. Also, parents were asked to ident ify ifand what, social support services are 

ava ilable and their prefe rred means of suppo rt . 

Participants addressed var ious issucs, phys ical, fi nanc ial, soc ia l and psycho logical 

burden of child diabetes management, inc lud ing cost, prob lems and worries o f parenting, 

concerns with extended fam ily, friends, community and the schoo l, the healthcare system and 

a lso about the used coping and adaptat ion means. 

This chapter inc lud es a discuss io n of the finding fi·om the data analysis, in this study, 

participa nts fo cused on fee lings of stress caused by the daily management of diabetes. For 

these participants, diabetes was mentally, emotionally, and physically challenging be ing 

overwhelmed with its co mplexity and manage ment. Others repOited being frustrated with the 

uncertainty of the disease and the loss of control. Some participants focused on the socia l 

iso lat ion . Many part ic ipants repolted suffering from stress, depression, and anxiety. In an 

effort to contro l the negative emotions, participants looked for psycho social support beside 

the med ical treatment. This section of the paper presents the major fi ndings of the research in 

re lation with other researches done on si mil ar study area. Some of them are supported by 

pervious researches and others are not well discussed in the literature reviewed for this 

research. 

A number of findings in th is researc h sUPPolted prev ious research . For examp le, 

regarding parenta l issues, a ll participants' respo nse to the d iagnosis of childhood diabetes 
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corresponds to the intense, frustration, stress and sadness about the diagnosis. Most parents 

also in the long run developed a feeling of, anger, depress ion, and anxiety that they relate to 

their child diagnos is ofT I OM. This findings collaborate to those of other researchers as it 

showed that the new ly diagnosis ofTI OM in ch il dren is a traumat ic and the treatment is 

stressful event for parents and it is likely to produce sym ptoms of anxiety and depression, 

stress, worries, sad fee lings, symptoms of depressio n, psychological distress, anger, fear, 

fee ling of loss and grief, and posttraumatic stress (Lando lt, et aI. , 2005: insu lin Dependent 

Diabetes Trust, 2010: Vick i S., 20 11 :Lowes, Lesley, 2005 :Eccleston et aI. , 20 12 : National 

Co llaborating Cent re fo r Women's and Children'S Health, 2004). 

As ident ified in this research finding dea ling with the management of diabetes created 

challenges in various forms ofpanicipant' s life. The known mult iple factors by parents were 

being a ch ild , chi Id diabetes management willi ngness, and their level of worry which directly 

support the pervious researches (Vicki el a I. , 20 11 :Lowes, Lesley, 2005) that stated chi ld 

adherence issues, diabetes management , and the responsibility and burden of diabetes as 

contributors to parental distress. They further showed parental st ress are cause by multiple 

factors not a sing le reason. 

Partic ipants were concerned about their chi ld develop ing compl ications, the 

poss ibility that their chi ld could die sudde nly of the diabetes. This confirms resu lts of 

researcher reported by Diana et al. (2000) & Teri. Bourdeau et a l. (20 13). T he researcher in 

their earlier finding repOlted that parents of children with diabetes are extremely concerned 

about how poor g lycemic contro l has influenced their child's growth and fear that their child 

will experience severe hypoglycemia which may cause death and feel uncertain about the 

fut ure prognos is. 

As presented in the finding section a ll participants were in need of some emot iona l 

and psycholog ical support at the time of thei r child d iagnos is, and immediately after the time 
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of hospita l discharge, suppolting the finding of I nsulin Dependent Diabetes Trust, (20 I 0). 

The research discovered the need of socia l a nd psycho logical supports as stated phys ica l 

survival is not the only part ofthe batt le in life offam ily with TIDM but also emotional and 

psychological challenges that accompany the di sease. 

The val ue of talk ing w ith other parents as emotiona l support as descr ibed by 

participants supports the previous studies conducted by Elaine,(20 13), who discussed the 

significance of social SUppO ri groups and the va lue of sharing experiences of parents outside 

of the hospital setting. And they be lieved for peop le living with diabetes there is much more 

to the creation ofa successful life with diabetes than clinical measures. 

Several parents comp la ined of di ffi cu lty in distinguishing when bad behavior needs to 

be discipl ined or when it results from an abnormal blood sugar and a ll partic ipants adm itted 

that they do n't go hard on punishing their diabetes chi ld. Se laine Niedel, Michael Traynor, 

Marlin McKee and Margaret Grey (2013) reporled a s imilar mess that parents face in 

knowing how to ass ist their c hi ld on the right way without creati ng a negative family 

dynamic. 

One of the critical issues fac ing parent s of children with diabetes is transferri ng 

primary respons ibil ity for diabetes management to their ch ild. It was mentioned by 

participants as it was not wit hout problem as mentioned by the pervious researche r Vicki S. et 

ai, and Deborah J. et a l. (20 II ) Further explained , it is difficu lt for parents to set boundaries 

and meet diabetes care expectat io ns as their children are matur ing. 

The feelings of burn out were shared by part ic ipants during the interview. As Vick i S. et 

al,. Deborah J. et al. (20 11 ) and Me ll itus et al. (2012) reported parents who are stressed by 

OM may become overwhe lmed by the ir responsibi lit ies and may experience fee ling of burn 

out from helping the ch ild. 

As clarified by the part icipa nt in addition to the psyc hological cha lle nges OM has 
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finan c ial and soc ia l burden including additional di et cost and the need for the mother to make 

changes to her em ploy ment. The mass research (insulin Dependent Diabetes Trust, 20 I 0: 

Vicki S., 20 II : Lowes, Lesley, 2005: Eccleston et a I. , 20 12: Natio nal Collaborating Centre 

for Women's and Children ' s Health, 2004) associated, parents with diabetes ch ild with more 

st ress in the area of soc ial disruption, emot ional and financial stra in . And the above 

researc hes conformed that parents have difficulty of balancing caring for their child to other 

responsib ilities such as wo rk, soc ia l life, finan ce a nd other househo ld tasks. 

For questions related to family communication and relationship the issues mentioned 

by participants were fam ily argument, sibling's reaction and supports from extended famil y 

members in child diabetes management. In general this findings were reported by earlier 

research findings as E lai ne., 20 13, and Diana Wet aI. , 2000 conformed, care and 

management of diabetes involves the entire family and the connection between parents. Some 

stated disagreement between parents and famil y members and child misbehaver is also 

supported by the findings of the fLandolt , et aI. , (2002) finding. In his work he investigated 

the impact of pa rent ing a child with T 10M and co nfor med that, as a result of OM stress 

parents may experi ence family arguments and troubling child be havior. 

However, as in the current findings, Mellin et aI. , (2004) and Leehu Zysberg, Tally 

Lang and Anna Zisberg, (20 12) found some positi ve aspects of havi ng a chi ld w ith diabetes, 

ranging from increased family c loseness, famil y co hes ion, improved fami ly health habits to 

improvements in the child 's psychosocial profile. 

The issue ra ised by participants in relation to lack of know ledge and help at schoo l 

setting and challenges discussed at the hosp ital settings confirms resul ts reported by William, 

(20 I I), Elaine et al. (20 13) & Diana Wet al. (2000). T I OM management need 

deve lopmentall y appropriate hea lth care professional guidance, health care providers, and 

well estab lished support at schools and society as a who le. As in the cu rrent findings, in 
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20[3 , Fatemeh, Oskouie, Neda Mehrdad and Hosse in Ebrahimi, repolted developing a 

positive att itude, increased diabetes management confidence, in formal psycholog ica l support 

and co unseling as co ping and adaptation mec hanism as some of the parents raised. 

Participants in this stud y also addressed issues not identified in the literature reviewed 

for th is research. Some part or so me of them may be not s ignificantly addressed in pervio us 

researches. These issues inc luding: General misunderstanding ofTI OM in a family a nd 

extended famil y members, issues co ncerning schoo l li fe, school !fiend' s cooperation and 

lunch time associated problems. Problems of discrimination and misu nderstanding ofT I OM 

in a society, specific concerns like, lim ited Know[edge about OM, access to medica l 

education, ill iteracy abo ut OM in a family especia lly from the angle of rura l community were 

not found in the literature review. And a lso problems associated wi th health care pro viders, 

feelings about the healthcare system, misdiagnosis and incompetency of health care 

pro fessiona ls in child diabetes diagnosis were not discussed. Therefore, furt her research on 

the area may perhaps aim to see the above issues. 

Relating findings with theoretical perspectives 

Family system theory 

General[y, According to fa mily systems theory, what happens to a target member of 

the fami ly affects ot her famil y members and the ir response in turn affects the target family 

members. T hi s main assumption of the theo ry was better described in the lived experience of 

parents participated in this research, parents mentioned how the ir chi ld health status totally 

affected their personal, fam ily and marriage li fe, day to day act ivity in the family and how it 

defined their fami ly habit, which in response affec ts the chi ld heal th. This is cons istent with 

the transactional mode l of parent -child interactions, in w hich children affect parents and 

parent s affect chi ldren. Another associat ions drawn in the finding was between parents 

involvement in diabetes management and a child health benefi ts, Consistent wit h the fam ily 
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systems theory perspecti ve, it was clear that parental caring for a child wi th d iabetes has 

much more implications for both parents health and the health of the child with diabetes. 

In addition, most of the above findin gs w itnessed the strong interdependent 

re lationship between diabetes management and family suppOJ1. As most pmticipants put, "my 

child diabetes affects the who le family." 

Stress theory 

This section wi ll fo cus on discussi ng the findin gs with the basic assumptions of 

family system theory and fami ly stress theory which revo lve around the central components 

of the ABC-X mod e l. The basic assum ption of fa mily stress theory is based on two things : 

integration and adaptab ility. According ly, most parents' fa milies were integrated, organized 

and cohesive prior to the stress. So that they were best able to deal with the losses and 

became most capab le of dealing wit h the stress. Whereas, the actua l stress put one parent , 

Mulu 's, fami ly in to furt her breakdown (divo rce) as there was prior d isorganization in the 

fami ly. 

The theory assumes t hat, fami lies go through four stages when faced w ith a stressful 

situation: crisis, disorganizat ion, recovery, and reorganization. Based on participant 's story, 

my observation and cons idering the partic ipants emot iona l and psychological state, parents 

with lo nger durati on of diagnos is, likely 3 years and more see ms to be in recovery and 

reorganization phase. Whereas, parents of new ly diagnosed chil d looks sti ll in cris is and 

disorganization phase. They were crying and very emotional during the interview. Though, 

the time to stay in stage one and move to the next can not only be affected by durat ion of the 

st ress but a lso with other med iating factors. 

Stressor events are neither positive nor negat ive prior to our interpretation. But, 

chronic illness like T I OM diabetes make more sense of stressi ng as we co nsider the 

followi ng determi ning facto rs set by t he theory: what participants faced is externa l to the 
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fam ily control and it is natural which left the fam ily with no option, contro l or decision over 

the stressor. Bes ide, thi s stressor need a ll fa mily members to dea l with it and disrupts a fam ily 

in ge neral, no family participated in th is resea rch has prior experience of the stresso r, the 

diagnosis was sudden, sever and unexpected whi ch put the entire fami ly in immed iate stress, 

giving no time fo r a family to ant icipate the stressors arr iva l. On the top ofthis most 

part icipants' perception towards the situation was hopeless. Thus, it is c lear to see how 

severe ly the family is affected by the stresso r and is dea ling with high degree of st ress. 

Specia lly, cons idering the fact that chron ic stresso r often persists over time and is res istance 

to change whic h li kely create other related stressor at the same tim e. 

One way of dealing w ith stress is by access ing resources, the B component of th is 

model: stated that we should think of reso urces as falling wit hin three categories: indiv idua l, 

family, and c0 11lmunity. In the case of parti cipants, all parents are trying to lise their personal, 

knowledge, experience and potentia: they acquired, by learning new skills and way of life. 

Most of them stick together as a cohesive un it fa cing a cris is and pu ll together to help one 

anot her emotiona lly and financ ia lly. They are a lso usi ng a he lp from extended fami ly 

member and EDA . In fact, in the process there are so me who faced fam ily disagreements 

a lso difficu lty in retaining their ba lance in a fami ly. 

When we see how the participants interpret the situat ion there is disparity. Some 

parents are optimistic and deve loped positive attitude. On the other hand, some parents seem 

to be lieve th is stress wi ll not go away and despair. Related to stress theory individuals and 

fam ilies who be lieve that a st ressor cannot be so lved are dooming themselves to fa ilure. By 

contrast, those who can cognitively reframe the problem as being something they can handle 

are better able to manage the stressor. Espec ia ll y, use fu l when the event itself cannot be 

changed but the parents perceptions and meanings can be. 

Whether or not a fam ily will enter a state of crisis is determined by the previously 
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discussed components o f the ABC-X mode l (st ressor event, mediating resource and defi ni tion 

of the stressor). A crisis is reached when the family is no longer able to maintain its usual 

balance because of the st ressor event. Even though parents has been in to big stressful 

s ituations no parents (Except, Mulu) in the research reach to crisis or no participants fa mily is 

broken apart. On the opposite, most partic ipa nts do function better and become more 

cohesive after a stressor event than they were before. 
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Conclusion 

Chapter Six 

Conclusion and Implication 

In conc lu s ion, e ig ht major themes were identified from interviews of twelve 

participants who have TI OM child and who are a member of Ethiopian Diabetic Association. 

The li ved experiences of the parents regarding their child chronic illness, health, and well­

being are inc lud ed, experiences involving sadness, fear, and anxiety. Although, participants 

fe lt the need for phys ical, emotional, fin anc ial, social, family and psychological suppo rt, 

programs were not avai lable except the very limited he lp they get from the association. Some 

did not have diabetes educat ion and fe lt that there is a lim ited access to diabetes ed ucation. 

Most partic ipants have challeng ing child schoo l life and health care service experience whi ch 

need to be addressed wit h holi stic, integrated and multi leveled approach. On the other hand, 

the stressful s ituation helps fam ilies to pull avai lable resources that are internal and external 

to the family , en hances their coo perat ion and cohesiveness, enable function better and found 

some positive aspects of having a child with diabetes and it also creates change in the 

structure of the fa mily; ro les, rules and boundar ies. 

Implications 

This study implies that many challenging emotions are common in parents raising 

TI OM child. In order to make this perceptions and li ved experiences more positi ve, ho listic 

and integrated inte rventions at all level fro m policy, educat ion, practice and research angle 

against burden o f raisi ng child with T I OM is essential. 

Implications for policy 

Government at the Macro leve l should g ive attentio n to diabetes care in genera l and 

chi ld diabetes in part icular. Alt ho ugh, there is a national strategic action plan for prevention 

and control of non-communi cable disease (NCO) for the year 20 14-2016 no signi ficant 
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programs and act ivities have bee n implemented or even announced by the government so fa r. 

Because NCO are not one of the thematic areas of the New Mi llennium Deve lopment Goal 

(NM DG) most internat ional or local donors are not interested in working towards ch ild 

diabetes. Only the Ethiopian Diabetic Assoc iation is working for all the diabetes people in 

Ethiopia. So, the Min istry of Health should do a lot more than hav ing an actio n plan. The 

Ministry should be proactive in advocati ng on behalf of Eth iopian diabetes children, secur ing 

funds and creating access to fi'ee insu lin. Seeing that the number of diabetes children is 

increasing worldwide and Ethiop ia is sharing the part, the provision of insu lin, need less, 

stripe, glocumatr)', and other expensive med ical equi pment for fi'ee, strengtheni ng hea lt hcare 

services, equipping labo ratories and creating access to quality health care, creating awareness 

and advocating chi ldren to be tested for their sugar level should be a concern ofthe 

government. 

Basicall), the not ion that government should work towards diabetes is related to the 

prevention of the com pli cations of diabetes. As worki ng on diabetes is working on many non: 

communicab le c1ieses at the same time. If we co ntrol diabetes as a national leve l we can 

minimize the risk of future generat ion deve loping heart and kidney fai lure, amputat ion and 

nerve damage and blindness in a country. 

A pub lic awareness cam paign deli vered by way of multi-media regarding type I 

diabetes and how it differs from type 2 diabetes may help dispel some misunderstandings 

among the public and also health care professionals. Such a campaign may begin with 

coverage by news med ia. 

Advocacy work should be do ne by professional societies, influentia l people, civil 

society organ izat ions and governm ent agencies. This may result in increased nat ional 

funding, grant awards andlor nmd raising for diabetes care and research. 
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Implications for social work practice and ed ucation 

Socia l work practice shou ld be integrated with sc hools and health care services 

providers. [n address ing psychosoc ial needs health care and school system should follo w a 

hol istic approach co unting social workers at the center. Family relationship and strong fam ily 

system, social un it or intimate relationships are equally necessary as is the individual's own 

emotiona l we llbe ing in the course of d iabetes management and those systems impact healt h 

behaviors. Theretore, at a Micro level fami ly should be fu lly integrated into current social 

work practice. 

Emot ional supports sho uld be provided during the initia l hospita l stay and hospital 

discharge as a regu lar part of fo llow-up vis its to help parents address negative emotions. 

Also, a program that puts parents of newly diagnosed children with in contact with 

experienced parents may calm some apprehens io n as well as supply practical advice. 

This research impl ies that diabetes education and other programs should target and 

provide support to parents, fr iends and fami ly as we ll as for the support (eam surrounding that 

person inc luding sc hoo l and co mmunity. 

Diabetes sel f-m anagement programs are the cornerstone of diabetes care, teaching 

chi ldre n the survival skil ls with diabetes can prevent disease complications and appropriate 

diabetes ed ucation may reduce the fears of diabetes complication by parents. The 

fundamental assumption here is that behav iors and feeling can be changed through 

appropriate diabetes education. 

Additionally, C linic ians need to review the ir approach and requires using 

motivat ional strategies that en hance parents and these ch ild psychosoc ial heaths. 

Equally, he lp in obtaining fin anc ia l assistance dea ling with add itional diabetes costs is 

basic. Including, obtain ing nutrit iona l suppo rt for the child and the fa mily, tree med ica l care, 

and econo mi cal support which may red uce the financial burden of diabetes for the family. 
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Such an effort wou ld likely require cooperation by, other third party and the association. 

Mothers changing employment was also one of the challenge mentioned which has a 

direct effect on the family financial power. Some famili es wished if their where a diabetes 

day care center to their child with professional attendant. 

A problem re lated to child sc hool life implies a need to educate teachers and at list 

one other schoo l official about child diabetes. Learn ing materials need to be avai lable for the 

child fami ly to take to schoo l for educationa l purposes. The impOitance of putting the topic 

of diabetes in the subject matter of biology like that of HI V AIDS, Tuberculosis/TBI and 

Men ingitis which wou ld require support by govern ment. 

The availabil ity of schoo l nurses or cli nic should be increased and be a must for all 

primary schoo ls, serving not only children with T I DM, but also those with other health 

needs. 

From the findings of this study, it is implicated that sma ll c li nics in rural area and 

extension health care workers should be trained in diabetes management. Distance learning 

educational programs co uld also be a possibility. One to one teaching method may allow the 

illiterate parents practice the new learned skills and return demonstrations of concepts. 

Information needs to be provided through discuss ions, videotapes, and booklets. 

Implications for resea rch 

Implicat ions for research wo uld include looking more detail fi ndings on the life 

experience of children and youth with diabetes and their fa milies in Ethiopian context. 

Further research co uld a lso aim to see the experience of fam ily having more than one TI DM . 

chi ldren, identify differences between parents mai ntaining positive attitudes and those wit h 

more negative responses, see if there is a relationship between parents who have positive 

attitudes and chi Idren who are accepting of the disease; if t heir is differences in Ii fe 

experience bet ween mother who are working outside of home and who don't and find out if 
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age ofa ch ild creates difficulty in mainta ining app ropriate glycemic control. Additio nally, 

research involv ing participants from various socio cultural gro ups and fami ly struct ures may 

be useful in increas ing our understanding of the im pact of raising a child w ith T I OM on 

families. Moreo ver, Social work researches must continue to move towards interventional 

programs that can be eas ily imp lemented. 

In general Inte rventions des igned to satis fy needs identified by parents should be 

impl emented with appropriate eva luat ion of their e ffect iveness . Therefore, researches in the 

area are suggested as it helps ideas and recommendations to be imple mented in a cost 

effective way and essentia l to the well -being of soc iety. 

81 



THE EXPERIENCE OF HAVING A CH ILD DIAGNOSED WITH TID ... 

Reference 

ADA. (2012). Diagnosis and classification of diabetes mellitus. 

Alemu and Watkins.(2013). Access to diabetes care in Ethiopia. Retrieved from 

http://www. diabetesethiopia.org.et/abouteda.html# i ntro 

Ariana,C., Robin,W., Karl ,M., Kathryn M., and Margaret Grey.(2014). Self-Management in 

Early Adolescence and differences by Age at Diagnosis and Duration of Type I 

Diabetes, journal of Diabetes Educators; SAGE Publications. Print ISSN: 0145-72 17, 

Online ISSN: 1554-6063 

Anthony, J., Nancy, L. ,& Kathleen, C.(20 I 0). The Qualitative Report Volume 12. 238-254 

http://www.nova.edu/ssss/QRlQR I2-2/0nwuegbuzie l pdf Sampling Designs in 

Qualitati ve Research: Making the Sampling Process More Public. 

Babbie, E. (2004). The practice of social research ( 10th ed.). Belmont, CA: 

Wadswot1h/Thomson. 

Bridget, A., Eleanor, M. and Randi, S.(2011). Parenting Behavior, Child Functioning, and 

Health Behavio rs in Preadolescents with Type I Diabetes, Children's. National 

Medica! Center, Washington, DC and George Washington Un ivers ity, 

Cherry, AL.Jr. (2000). A research p rimer/or the helping professions: Methods, statistics and writing. 

Austra lia: Brooks/Cole Thomson Learn ing. 

Creswel, J. (200 7) . Qualitative [nqui,), and Research Design: choosing among 

flv approaches (2"ded .). Thousand Oaks; Sage Publications, Inc. 

Cynthia, B. (2000).Family TheOl)' as a FramelVork for Assessment. Not1hern Arizona 

University. 

Daniel , J. & Amy C.(20 13).Declining Metabolic Control and Decreasing Parental Support 

among Families with Adolescents with Diabetes: The Risk of Restrictiveness. 

Department of Psychology, Universi ty ofMai nz, and Department of Psychology, 

82 

I 



THE EXPERIENCE OF HAV ING A CHILD DIAGNOS ED WITH TID ... 

Florida At lantic University. 

David,M., Margaret, T., & Span ish Focus Groups.( 1984)A New Toolfor Qualitative 

Research Qualitative Sociology. 

Debo rah, J., Donna, J., M. Butler, Carolyn K. , Katherin e, F., Jennifer, M.&Cynthia B.(2011). 

Longitudinal Associations of Maternal Depressive Symptoms, Maternal 

Involvement, and Diabetes Management across Adolescence. 

Diana, W., Christos, B., Przemyslawa, J. ,&Maia, K.(2000) .Psycho social Issuesfor Children 

and Adalescents with Diabetes: Overview and Recommendations. America 

Diabel ic Association. 

Donna, N. (20 13). Children's and adolescents: Perspectives about diabetes self-care, their 

knowledge of diabetes, and their emotions associated with having the disease. 

Eccleston, C., Palermo, M., Fisher, E. & Law E. (20 12). Psychological interventions for 

parents of children. Adolescents with chronic illness, Do i: Issue 8. Art. No.: 

CD009660. 

Ela ine, N.& Sinead, H. (2013). Social support for the parents of children with type I diabetes. 

An ethnographic study. Journal of Diabetes Nursing. 20 13. Volume 17 No I. 

Elina,T., Evange los c., Charikle ia, S., &George P. (20 14) . . Effects of diabetes-related family 

stress on glycemic control in young patients with type I diabetes, Systemat ic 

review. 

EDA. (2015). Midterm report, unpublished. 

EDA. (n.d). Retrieved june 15, 20 15.http://www.d iabetesethiop ia.org.et/about eda.html# intro. 

Fatemeh, 0., Neda. M. and Hossei n, E.(20 13 ). Mediating facto rs of cop ing process in parents 

of ch ildren w ith type I diabetes. Journal of Diabetes & Metabolic 

Disorders. hlt p://www.jdmdo nl ine.com/content/ 12/1/20. 

Grey, M., Cameron, E., Lipman, H. & Thurber, W. ( 1995). Psychosocia l status ofch ildre n 

83 



THE EX PERI ENCE OF HA VING A CHI LD DIAGNOSED WITH TI D ... 

with d iabetes in the first two years afte r diagnosis . Diabetes Care.(pp. 18: 1330-

1336). 

Hall , V., Thomsen, W. , Henriksen, O.&Lohse ,N. (20 11 ). Diabetes in Sub Saharan Africa 

1999-20 II: epidemiology and publ ic health implications. A systemat ic review. 

PubMed - indexed for MEDLINE. 

Hancock, B., (2002). G uidelines for Qualitative Data Collection. 

Hanson, L. , Hengge ler, W., Rodr igue, R. , Burghen ,A. , & Murphy, 0.( 1988). Father-absent 

adolescents w ith insulin-depe ndent diabetes mellitu s: a population at risk. Jou/'l1al. 

applied Pediatric Psychology:243- 252, 1988. 

Insulin Depend ent Diabetes T rust.(20I O,Apri l).Type I diabetes research a chance to have 

your say. [nsulin Dependent Diabetes Trust. Issue No. 64 Retrieved from 

at; http: //www.iddtinternatio nal.org/ 

IDF. (20 I 3).Diabetes atlas (6Ih ed it ion). IDF, Be lg ium. Availab le 

at:http: //da6.diabetesat las.org/ 

IDF. (2014).Diabetes atlas (6Ih edition). IDF, Belgium. Availab le 

at: http://da6 .d iabetesat las.o rg! 

IIF.(n.d). Fact Sheet on diabetes in sub-Saharan Africa ava ilabl e at: www.access2 insulin.org . 

Jarovai, G .& T ivchev, A. (2007). Frequency of stressful li fe events as risk indicating factors 

for the onset of type I diabetes in African ch ildren. South Aft'ican Jou/'I1al of 

Science S. A}i'. j. sci. vo l. I 03 no .7-8 Pretoria July/A ug. 2007. 

Jeannette, M., Jennifer, R. , Jennifer, P., Alan, D., & Dennis, 0.(2014). A 3-year Prospective 

Study of Parent- Chi ld Co mmunication in Early Ado lescents with Type I Diabetes: 

Relationship to Adherence and Glycem ic Co nt ro l. 

Joan, M. (20 14). Integrat ing Fam ily Resi lience and Fami ly Stress Theo ry. Journal of 

Marriage and Fami ly. Vo lume 64, Issue 2, pp. 349- 360. 

84 



THE EXPERIENCE OF HAVING A CH ILD DIAGNOSED WITH TI D ... 

Joed, D. & Samantha, A. (2009).The ABC-X model offam ily stress in the bookof 

Philippians, Journal of Psychology and Theology. Vol. 37, No.3, 155-162. School of 

Psychology, Miss issippi University. 

Kathleen, H., Michael, W., Timothy, S., James, S., & Dennis F. (2002).Read iness to live 

independently among emerging adu lt with type I diabetes. The Diabetes Educator 

Journal. 

Kelsey, C. (201 3). The effects of the Family Stress Model on child mental health. Iowa State 

University Theses and Dissertations. 

Kreuger, L. & Neuman, W. (2006). Social work research methods: Qualitative and 

quantitative applications. Boston: Pearson Education, inc. 

Lanahan, S., & Booth, K., (1994).Mother-on ly famil ies. In Contempormy Families. National 

Counse l on Family Relations. Inc. pp. 405- 428. 

Landolt, A., Ribi , K. , Laimbacher, J, Vollrath ,M., Gnehm, E., & Selmhauser, H.,(2002). 

Posttraumatic stress disorder in parents of ch ildren with newly diagnosed type 1 

diabetes. Journal of Pediatric Psychology. (PP.647-652). 

Leehu, Z., Tally, 1.. , & Anna, Z.( 2012). Parents' emotional intelligence and children's type I 

diabetes management. Journal of Health and Psychology. 001: 

10.117711359105312459097201318: 1121 

http: //hpg.sagepub.colTllcontentI18/911121. 

Lowes, M. (2005). Parents' experience of having a child diagnosed with type I diabetes. 

Journal of Pediatric Diabetes. 6 (S3), p. 64. 

Majaliwa ,B., Elusiyan.E. , Adesiyun,O.,Pau l, L.,MuzeKandLS,lroro, Yarhere., etal. ,(2008) 

Type I diabetes mellitus in the African population: epidemio logy and 

management challenges. ACTA BIOMED ;79:255-259 

Majaliwa, B. , Elusiyan, O. & Ades iyun. 0 , et al. (2008). Type 1 diabetes mellitus in the 

8S 



THE EXPERlENCE OF HAVING A CH ILD DIAGNOSED WITH TID ... 

Afi'ican population. Department of Pediatrics, University of Modena Reggio , 

retrieved at; http://www.:iughetti.lorenzo@unimore.it. 

Makame, H.( I 993).Childhood diabetes, insulin, and Afi·ica. Diabetes Epidem iology. 

Research International Study Group. Published Rangos Research Center, 

University of Pittsburgh. 

Miller, S., Emery, RE., Marvin, RS., Clarke, WL., Lovinger, R., & Martin, M. ( 1994).Parent-. 

chi ld relationships and the management of insulin-dependent diabetes mellitus. 

Journal o/Clinical Psychology. 62:603-6 10, 1994. 

Mitchell, J. , Hilliard, E., Mednick, L., Henderson, C., Cogen, R., & Streisand, R. (2009). 

Famil ies, Systems and Health. Stress among fathers of young children with type I 

diabetes. Journal 0/ Pediatric Diabetes. 27:314-324 

Morris, T. (2006). Social work research methods: Four alternative paradigms. Thousand 

Oaks: Sage. The Qua litative Report Volume 15; Innovative Data Colleclion 

Strategies in Qualitative Research. (PP. 696-726) . 

http ://www . nova. ed u/ssss/O R/OR 153/0 nwu eg buzie. pdf 

Nathan, S., Kathleen,H., lames, S., Michael, W. and Dennis, F.(2012) Impulse Control, 

Diabetes-Specific Se lf-Efficacy, and Diabetes Management Among Emerging 

Adults With Type I Diabetes,journol a/the diabetic educator. 

Nat ional Collaborating Centre for Women's and Children's Health .(2004).Psychological and 

social issues 0/ diabetes. Retrieved at 

jdmdonline.com/artic le/l 0.1186/225 1/6581 / 12/20 

Overstreet,S., Goins, 1., San, R., Ho lmes, S., Greer, T., Dunlap, WP., & Frentz, J.(1995). 

Family environment and the interre lation of fam ily st ructure, child be havior, and 

metabolic contro l fo r children with diabetes. Journal 0/ Pediatric Psychology, 20, · 

435-447. 

86 



TH E EX PERIENCE OF HAV ING A CHILD DIAGNOSED WITH T I D ... 

Robin, W., Sarah,J. , Jia,G., Margaret, G & An nie G.(2007). Conceptual Model olChildhood 

Adaptalion 10 Type 1 Diabetes Ya le Univers ity Schoo l of Nursing, 100 Church 

Street South, New Haven. Retrieved from httD ://www.Digita l Repos itor y@ Iowa 

State Univers ity.org 

Rob in, W. , Sarah,J., Jia,G. & Margaret, G.(2007). Family stress and type I diabetes. 

Saga publications. at; 

http://wWw.www.sagepub.com/upmdata/38637 Chapterl .pdf 

Sara,B., (2003), diabetes: the peril for African children- survey highlights shocking shortage 

of insul in. PubMed - indexed fo r MEDLINE. 

Seiffge,K., Brett , L. , Danie l D, and Amy, H.(2013). Dec lining Metabolic Cont rol and 

Decreas ing Parenta l Support Among Families With Ado lescents With Diabetes: 

The Risk of Restrict iveness. Journals 01 clinical psychology, Univers ity of Ma inz, 

Department of Psycho logy. at; http://wwwse iffge-krenke@uni-ma inz.de. 

Selaine, N., Michael, T. , Martin, M., & Margaret, G.(20 12). Parallel vigilance: Parents' dual 

locus 10110 wing diagnosis olType 1 diabetes mellitus in their young child. 

Siddharth, S., &Yatan. Diabetes mellitus and suicide. (20 14). Indian Journal of Endocrino logy 

Metabol ic: 468-474. do i: 10.4103/2230-821 0. 137487PMCID: PMC41 38899. 

Sing h, T. (2001 ).Prototype Expert System lor Diagnosis and Treatment of Diabetes, 

Amer ican diabetes association, USA. 

Smith, R., Hamo n, R., lngolds, t. & Miller, J. E. Exploring Family Theories, 2"d 

edition.(2009). New York: Oxford University Press. 

Solomon Gebremaiam.(20 13).Selflearning knowledge based system lor diagnosis and 

treallllel1/ of diabetes, MSc Thesis, Add is Ababa Uni vers ity School of 1 nformat ion 

Science, Ethiopia, 20 13. at; http://www. aau.edu.org/thesis and dissertations. 

Surafele Assefa Belay, (20 II ).Serum magnesium level and magnesium supplementation on 

87 



THE EXPERIENCE OF HAVING A CH ILD DIAGNOSED WITH TID .. . 

Type 2 Diabetes Mellitus: systematic review MSc Thesis, Addis Ababa University 

S Facu lty of Medicine, Department of Med ical Bio chemistry Ethiopia. 

at;http ://www. aau.edu.org/thesis and dissertations. 

Suzanna, S.( 1984). Family Stress TheOlY: Review and Critique, Department of Child and 

Fami ly Development, Un iversity of Georgia Paper prepared for the National 

Council on Family Relations Annual Meeting in San Francisco, California, 

October 16 - 20, 1984. 

Tefera Mu lugeta.(20 I I). Assessment of cognitive status of patients with type 2 diabetes 

through the mental state examination among Ollt patent altendants in tikurambesa 

specialized hospital. Addis Ababa. Msc thesis, Addis Ababa Univers ity 

department of nursing and midwifery, Ethiopia, 2011.at;htlp://www. 

aau.edu.org/thesis and dissertations. 

Teri, B., (2013). When Your Child is diagnosed with chronic illness. American psychological ' 

association, Psychology Help Center. at; http://wwwapahelp.com 

Vicki , H., Dorothy, B. &Oscar, E .(2011).Families with Chi ldren with Diabetes : Implications 

of Parent Stress for Parent and Child Health. Journal oIPediatric Psychology. 

Wells, J. (2006) . An evaluation of the relationship belween stress, depression, and glycemic 

control inlow-income patients with type 2 diabetes. Graduate Theses and 

Dissertations. at; http://www. htlp://scholarcommons. usfedu/etd/2754 

Wh itney, H., Randi, S. , Rusan, c., Clarissa H., Anil, K., & Eleanor, M. (20 I 2). Family and 

Youth Factors Associated With Health Beliefs and Health Outcomes in Youth With 

Type 1 Diabetes .Children' s National Medica l Center, George Wash ington 

Un ivers ity, Georgetown University and Virginia Commonwealth University. 

William, C.(2011). Behavioral Challenges in the Management of Childhood Diabetes. 

Jo urnal of diabetes science and technology. DOl: 10. 1177/ 193229681100500203 

88 



THE EXPERJENCE OF HA VING A CHI LD DIAGNOSED WITH TI D ... 

20 I I http://dst.sagepub.com/content/5/2/225. 

William, C.(20 I I) .Ins/rwnen/s and guidelinesJor, qualitativejieldll'ork. UA - PRI O, 

institution. Inc. 

WHO.( 1999). Dejini/ion, diagnosis and classifica/ion oj diabetes melli/us and i/s 

complications. Retrieved March 15, 20 I 0 from 

l:!!!R ://www.whuo.int/d iabetes/currentpublications/enl 

Wysocki, T ., Taylor, A., Hough, S., Linscheid, R., Yeates, 0., Naglieri A. ( 1996).Dev iations 

from developmentally appropriate se lf-care autonomy. Diabetes Care19: I 19- 125. 

Yin K. R. (2003)..4 case study research: Design alld methods (3ed.). Sage publications, Inc. 

89 



TH E EXPERIENCE OF HAV ING A CHILD DIAGNOSED WITH TID ... 

Researcher: Hana Fa ntu 

A ppendices 

Appendices A 

Informed consent 

Title of the resea rch: the experience of having a child diagnosed with type I diabetes: - the 

case of parents in Addis Ababa 

Objective of the study: 

The main objective of th is study is to explore the exper ie nce of parents of liv ing with 

TI DM. 

Proced u res 

If you take part in thi s study, you will be asked to: Partic ipate in individual interview. 

All interviews wi ll be audio recorded. Al l record ings and transcripts will be kept in a locked 

locat ion. Tapes will be destroyed upon transcript co mpletion. 

Alternatives 

You have the alternat ive [Q choose not to participate in this research study, Vo luntary 

Partic ipat ion ; yo u shou ld on ly take PaJt in thi s study if you want to volunteer. You should not 

feel that there is any pressure to take part in the study. You are tree to participate in this 

research or withdraw at any t ime ofthe process without negat ive consequences or with any 

informat ion being publi shed or disc losed. Moreover, you will have Access to the results of 

the research, if yo u so des ire. 

Risks and discomforts: 

This research is considered to be minimal ri sk. The only d iscomfort that the 

researcher expects is the d isco mfort or stress that may ar ise trom talk ing about the exper ience 

of the chi ld diagnosis and the cha llenges they are facing. There are no known additional risks 

to those who take part in this study. Furthermore, the researcher will not cont inue with the 
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interview ifany d ifficult/ major concern ar ises. 

Benefit ofthis study: 

The benefit of this research is that it wi ll provide some useful direction and 

information for conducting furth er researches in the area; it may a lso provide evid ence for 

social workers, pub lic health and clinica l professionals, governmental organization and civi l 

societies to intervene in the situat ion as a family unit. Moreover, the research will suggest 

better policy implicat ions that guide appropriate policy interventions for the country at large. 

But, I don ' t know if you wi ll get any benefits by taking part in this study. Or the re are no 

plans to provide you with financial compensation. 

Confidentiality and anonymity: 

The researcher will keep your study records as confident ial as possible, allocate 

pseudonyms for yo u and your child to ensure that after the data has been co llected no one 

will be able to identify who you are. The researcher will a lso destroy all evidences that link 

you to the research after the research process completed . With regard to privacy, the 

researcher wi ll respect your pri vacy and only co llect info rmation that is relevant to the 

research study. 

Ifat any stage you feel that yo urs o r your chi ld's privacy is be ing violated the 

researcher will reo rgani ze, the study to ensure that you are in no way compromised. The 

researcher is working under the supervision of advisor (DebebeEro, PhD) from the School of 

Socia l Work, Addis Ababa University, to ensure that the researcher does not do anyth ing 

unethica l. The researcher can be co ntacted by telephone, mai l o r e-mail if des ired. 

Ce ll pho ne: +2519 12 118488 

E-mai1:-hanafantu@gmail.com 

If you have any quest ions, concerns or compl aints about thi s study, call DebebeEro, PhD at 

Cell Phone +25191 1639236 
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Consent to Take Part in this Research Study 

It is up to you to decide whether yo u want to take part in this study. If you want to take part, 

please s ign the form, if the fo 1I0wing statements are true. 

I fi ·ee ly g ive my consent to take part in this study. I unde rstand that by signing this form I am 

agreeing to take part in research. I have rece ived a copy of th is form. 

S ignature of Person Taking Part in Study Date 

Name of Person Tak ing Part in Study 

Statement of Person Obtain ing Informed Conse nt 

I have carefu ll y explained to the person taking part in the study what he or she can 

expect. I hereby cert ify that when this person signs this fo rm, to the best of my knowledge, he 

or she understand s: 

o What the study is about. 

o What procedures l investigational dev ices will be used 

o What the potent ia l benefits might be. 

o What the known risks might be. 

Signature of Perso n Obtaining Info rmed Co nsent Date 

Name of Person Obta ining Info rmed Consent 
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Appendices B 

In Depth Interview G uide 

This tool is des igned to collect data about the experience of hav ing a chi ld diagnosed . 

with type I diabetes the data collected wi ll be used for the purpose of this research only being 

kept merely in the hands of the researcher. Moreover, you do not need to mention your name 

on the questionnaire. I hereby request you to be open and honest while respond ing so that the 

research could succeed and achieve the intended goal. 

Please give yo ur answer in deta il for each question below. 

Interview questionnaire 

I. abo ut yo ur child with diabetes: 

I. Your ch ild 's age in years? 

2. Your chi ld 's gender? 

3. Your chi ld' s current grade leve l in school? 

4. How o ld was your chi ld when first diagnosed? 

5. What is YOlll· child 's most recent HbA I c (HbA Ie or Ale: is a lab lesllhal shows Ihe 

average level of blood sugar over Ih e previous 3 1I10111hs al1d il is used as an indicalor 

ofdiabeles cOl1lrol.), What did yo ur child 's doctor te ll you abo ut what your child 

HbAlc leve l should be? 

6. How ma ny very low or high blood sugar episodes in this year has your chi ldhad? 

7. How many days of school in this year did YOlll· chi ld miss because of Diabetes? 

8. In your est imation, how wo rr ied is yo ur child about his being diabetes? 

9. Did your teen have been diagnosed with any psychological problems? By whom? 

2, about you and your fam ily: 

I. Your age in years? 

2. Your gende r? 
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3. Your marital status? 

4. Family inco me month ly? 

5. Does your chi ld live with you? 

6. How many other fami Iy members in the home and what are their ages? 

3, the fo llowing quest ions ask about how you have been fee li ng and experie ncing as a parent 

ofa child with diabetes: 

I. Tell me about yo ur feel ings and reactions with the first d iagnosis of your child with 

diabetes? Probe- How did you know at fi rst? How was the first diagnosis? How was it 

is managed at first? 

2. How were the chi ld schoo l and teachers, rr iends and family members' reaction? 

3. Talk abo lit so me chal lenges YO ll have experienced whi le rais ing your child with 

Diabetes, pro- cha llenges psychologica l, soc ial, economic, physica l, work and health 

related with d iabetes management. Ifyoll checked any of the above problems, how 

difficult have these problems made it for you to do your work, get along with other 

people? Hand le child school, s ituations with friends, etc. 

4. Te ll me how you have been fee ling as a parent ofa chil d with diabetes? Probe­

d iabetes re lated wo rries, about health co mplications, diabetes management burden 

and psycho logica l st ress. 

5. Talk about how diabetes has impacted your fa mily, including extended family, 

siblings, fin ance, Work, Marital or other relationsh ip? 

6. Do yo u share responsibi li ty for yo ur ch ild 's diabetes with a spouse/partner or other 

family members? Probe- Any disagreement on the management, how is familia l 

commu nication and re lationship in managing child diabetes and after the diagnosis. 

7. Tell me your child sc hoo l life in re lation to his diabetes 

8. What coping and adaptatio n mechanisms' was used? Probe- Who was there 
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providing SUJlport ? Such as fr iends and fami ly members, fi·om health care 

professiona ls, from ot her socia l support systems, from c ivil organizat ions .... ? 

9. How confident are you about your overa ll know ledge of d iabetes, and your ability to 

manage your ch ild diabetes? Where and how did you gate the education? What would 

be your preferred method of receiving information that cou ld be he lpfu l in managing 

your child d iabetes? 

II Tell me about how parenting a child with diabetes should be? Probe- restrictiveness, 

transferring the responsib ility, or lim it independent activity? 

12 Is there a ny ki nd of help a nd suppo rt you are receiving? Probe- [s there any support 

netwo rk, parents supp0l1 group, organ izat ion or community support, or from 

government? What kind of help would be 1110St helpful? What should be done at the 

family, government, community, civil o rgan izat ions and leve l to address the problem? 

13 What scares yo u the most about your child diabetes? [s there anyth ing else you would 

like to share with me about raising yo ur child w ith d iabetes? 
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