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financia l capacity of the fam ily. To keep personal hygiene of a child with autism on daily 

basis you need to have extra clothing. In provision of balanced diet, the hi gh cost of food 

items is cha llenging the family. The data from the finding indicate that except one 

participant educational cost is not the concern of all participants as they are accessing 

servi ce through sponsorship. But in relation to school attendance covering transportation 

costs on daily basis is chall engi ng to the family. Sharpe and Baker (2007, p. 248) state 

that many of intervention strategies requ ire long hours one to one interaction with a 

trained therapist, and use of costly foods or drug supp lements. Parents of a chi ld with 

autism often face greater out lays of time and money than they wou ld fo r typicall y 

developing child to access specialized care needed for longer period of time. However, 

finding from the study didn ' t ind icate the cost of intervention strategies and interaction 

with trained therapist. 

Almost all participants have noted that autism has impact by limiting in labor 

market participation. As presented in the finding sess ion some of the fami lies have 

quitted their job, some other have t ime bounded participation and others are unable to get 

involved in labor market. The overa ll findings ind icate the impact of autism on fam ily's 

labor market participation. The above finding is in cons istent with Gou ld (2004) one or 

both parents often must reduce work hours or step out of the labor market altogether (as 

cited in Sharpe & Baker, 2007, p. 248). 

5.4. Coping mechanis ms 

From the data coll ected the findings have forwarded coping mechanisms of 

fam ilies with a child diagnosed with autism. The finding of cop ing mechanism will be 

discussed in relation to literature and the conceptual framework. 
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In the finding sess ion as forwarded by participants accepting the situation, 

chang ing the meaning of autism to a positive, blaming God or themse lves, fee ling of 

sadness, changing hopelessness thinking to hopefu lness, forgett ing and cons idering 

situations as beyond our control are coping mechanisms presented. This finding is in line 

with Hutchison ( 1999, p. 141) Emotion focused coping fu nction to change either the way 

situation is attended to (by v ig ilance or avoidance) or the meaning to oneself of what is 

happening. 

The other finding presented by one of the participant is taking actions or measure 

by focusing on the problem. As told by her money is the major cha ll enge. To fi nd money 

I look for every alternative source of income and so lve the problem. Hutchison ( 1999, p. 

141) problem focused coping tries to change the situation by acting on the environment. 

Situations wh ich are controllable by action are dea lt by focu sing on the prob lem. 

5.5. Sources of psychosocial support 

Dunn et al. (2001), Pott ie and Ingram (2008) and Sivberg (2002) state that having 

a chi ld with an ASD can clearly be a d iffic ult experience for parents and fami lies, and it 

is important to identify use of social support by families raising a child with an ASD, as it 

has assoc iation with positive adjustment in the individual caregiver (as cited in Karst & 

Van Hecke, 20 12, p. 254). 

The entire participants fo rwarded in the finding session monthly fam ily discussion 

as main source of psychosocial support. Even though there is no individual counseling 

but in group sess ion participants share experience each other accompan ied by teacher 

exp lanation of each child. As said by one participant it is very interesting learning session 

and source of psychosocial support. 
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The findings of study in relation to conceptual framework of the study indicate 

that the diagnosis ofa child with autism is a stressful event. Once the families experience 

a stressful event families are figuring out the problem through accessing resources. As 

forwarded by families after the diagnosis of a child with autism, to deal with the situation 

all participants were looking for resources from family or institutions. Families who are 

aware of institutional care for a chi ld diagnosed with autism have applied to be enrolled 

in the support systems. The perception of families and the meaning attributed to stressful 

event also has contribution to figure out the problem. As forwarded by participants, 

families' who perceived autism as God gift and li fe incident that happens to anyone, they 

have made effort to deal with the stressful event. Pa11icipants, who perceived autism as 

"incurable problem", their thought in turn has influenced families ability to address 

stressfu I event. 

As indicated m the ABCX model , stressful event that cannot be managed by 

families leads to crisis. But the findings of study indicate that none of the participants 

have experienced crisis. Participants forwarded that diagnosis of a chi ld with autism is 

stressful event, but they have managed the problem through accessing resources and 

changing their perception. 

The ABCX model describes that following a stressful event a period of 

disequi librium is followed by three possible outcomes; recovery to the family 's previous 

level of functioning, mal-adaptation and bon-adaptation. In the study finding the 

diagnosis ofa child with autism is a stressful event. The findings from study indicate that 

the outcome of disequilibrium is recovery to previous level of famil y functioning. In 

stressful events of diagnosis of a chi Id with auti sm none of the participants experienced a 
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mal adaptation or permanent deterioration or bon -adaptation-improvement III the 

family 's function ing over and above the previous level of funct ioning. 
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CHAPTER SIX - CONCLUSION AND SOCIAL WORK IMPLICA nON 

6.1. Conclusion 

This study is designed to give insight about cha ll enges and coping mechanism of 

fami li es li v ing with a chi ld diagnosed with autism. The stud y focused on families living 

with a child diagnosed with autism where their ch ildren are attending school at joy center 

for autism and related developmental disorder. The study has described family challenges 

of caring an autistic ch ild in relation to psychological , social , marital, econom ic and 

sibling aspects. It also described coping mechanisms employed in relation to challenges 

faced in different life aspects and source of psychosoc ial support. 

Most of the families in the study are not aware of aut ism before the diagnosis 

process. In the diagnosi s process also provision of psychosocial SUppOit is limi ted . The 

diagnosis process is also tiresome and long as most profess ionals in the medical setting 

were not aware of autism. The family is facing a multifaceted challenge in and after the 

diagnosis process. The complication related to tiresome diagnosis process and lack of 

psychosocial support risked family to experience stress, shock, and anxiety. 

Fami lies under study caring a child diagnosed with autism are facing soc ial 

isolation and discrimination in their social li fe. In public places also since the community 

point out finger to fam ilies and gossip each other, most fam ili es are in fear or afraid to 

appear in public. The participation of families in social life is lim ited by car ing a ch il d 

diagnosed with auti sm. 

As compared to families normally developing economic wellbe ing fami lies 

caring a ch ild diagnosed with aut ism is di srupted with imposed add itional cost. The 

ability to provide ba lanced diet and cover additional cost is difficult for most families 
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who are dependent on one bread winner. In addition families are forced to resign , engage 

in part time work, and unable to take part in labor market. The diversified challenge is not 

limited to families. Sibl ings are experiencing the same impact as of their families . Factors 

that contribute to all challenges are low level of awareness about autism in the 

community, absence of psychosocial sllpport in the diagnosis process; avai lability of 

limited centers in providing care for child ren with autism, and economic wellbeing of the 

families. 

6.2. Social Work Implication 

This section tries to describe the implications of the study conducted for social 

work practice with emphasis to challenges of fami lies living with a child diagnosed with 

auti sm experienced by parents due autism. The findings of the cha ll enges of family's in 

relation to psychological, social, economic, sibling and marital impact of autism on their 

families have the fo llowing implication fo r social work practice 

6.2.1. Awareness creation 

Families living with a child diagnosed with autism are living in stressful situation. 

The community's reaction to a child diagnosed with autism is firing back its impact on 

families . In order to brighten the hope of famili es community is at the center to bring 

change of attitude. The major change should begin from the community. Changing the 

attitude and perception of the community through organizing awareness raising 

campaigns in cooperation with different stakeholder is the main activity in social work 

practice. Preparation of pamphlet, blogging on newspaper and web sites can be used as an 

alternative approach in reaching the community. The large commun ity at country level 
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can be addressed through extensive media coverage about autism involving government 

and non-governmental bodies. 

6.2.2. Advocacy for the right of an autistic child 

Declaration of the Rights of the Child indicate that the child by reason of hi s 

physical and mental immaturity, needs spec ial safeguards and care, including appropriate 

legal protection before as well as after birth. The long wait in the enrollment of a child at 

center who provided special support is against chi ld right. In convention chi ld right 

include right to education. Whether he is a ch ild with disability or normal development, 

right to education is basic. Social workers are agent of socia l justice. They need to 

advocate for the right of a child with autism in accessing every service as per their need. 

6.2.3. Advocacy for expansion institntions at conntry level 

The numbers of institutions providing care for a child diagnosed with autism are 

two in number at country level located in the cap ital city Addis Ababa on ly. Even two 

centers are availab le in Addis Ababa; the numbers of individuals who want the service 

are increasing at alarm ing rate. Communities who are living out of Addis Ababa are not 

taken into consideration. In provision of support to families living out of Addis Ababa 

social workers need to advocacy to the expansion of support center at country level. 

6.2.4. Provision of psychosocial support 

Psychosoc ial support is intervention strategy for families living in stressfu l 

situation. Most families diagnosed with autism have experienced psychosocial challenges 

in the diagnosis process and throughout their life due their child's case. Centers involved 

in the diagnos is process also have to provide appropriate counseling involving a team of 



FAM ILI ES LIVING WITH A CHILD DIAGNOSE 75 

profess ionals from the hea lth, psychology and social work fi eld In preventing 

psychological and social impacts. 

6.2.5. Social work research 

The number of research 's carried about autism In Ethiopian context is 

insignificant from social work perspective. There are no studies that indicate the 

prevalence of autism. Research's on aut ism focusing the fami ly system need to be 

addressed in social work research. Research is the base for carrying out various activities 

to improve the wellbeing of children diagnosed with autism and their families. Based on 

the finding of the research social workers can advocate for policy and further 

intervention. 
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Annex I 

I n formed Consent 

My name is AynalemTadesse, and I am a post graduate student at Addis Ababa 

University, school of soc ial work. Currently, I am doi ng a qualitative study on challenges 

and coping mechanisms offamilies living with a child diagnosed with autism. I am doing 

thi s study in partial fulfillment of my master's degree in social work. The study has a 

purpose; to understand major cha llenges experienced by fam ilies li ving with a child 

diagnosed with autism from different aspects and coping mechanisms, to aware di fferent 

stakeholder (governmental and non- governmental) in provision of appropriate 

psychosocial and economic support, and serve as a resource material in estab li shment of 

care centers to improve the we llbeing of the ch ild and the whole famil y. 

Your pat1icipation in the study will involve an in depth interview. The in depth 

interview is with an estimated length of one hour and half. This interview wi ll be audio 

recorded for later analysis. Bes ides I wi ll ensure confidentiality by not citing your actual 

name within the study report. You may choose sk ip any question that is not interesting to 

you or quit the interview sess ion at any time. If you have any question or concerns, you 

may contact the researcher by the following telephone number 091 1471708. 

By signing below you agree that you have read and understood the above information, 

and would be interested in participating in thi s study. 

Name ___________ _ 

Signature __________ _ 

Date ____________ _ 
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Annex III 

Interview Guide 

Dear esteemed participant, the following questionnaire IS developed for 

conducting a study in partial fulfillment of MA degree in soc ial work at Add is Ababa 

Un iversity, school of social work. The study focuses on understanding the challenge of 

families living with a child diagnosed with autism and coping mechanism. In this regard 

to undertake the study successfu ll y and understand the chall enges of families living a 

child diagnosed with autism and coping mechanisms, your participation has a valuab le 

contribution. So, I invite you to participate in the study by attending an in-depth interview 

session and answering the following open ended questions. 

1. Personal information: 

• Name :( optional) 

• Age: 

• Sex: 

• Marital status: 

• Educationa l status: 

• Employment status: 

• Where does the family lives? 

2. Knowledge about autism 

• Have you heard about autism before if yes can you tell me about what you know 

about autism? 

• What do you think is the cause of autism in your child? 

• How do you define or perceive autism? 
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• How do you explain your understanding about autism before and after yo ur child 

is being diagnosed? 

3. Family and chi ld info rmation 

• How many children do you have and which child has a problem of autism? 

• When did you know abo ut your child 's problem? 

• At what age did your child diagnosed with auti sm? 

• Where was the di agnosis carried out and who informed you about your child 's 

case? 

• What was your initial reaction when you were in fo rmed of yo ur child's auti sm 

diagnosis? 

• Have you got any psychological supp0l1 after the diagnosis a child with auti sm? 

• What are the major challenges the family faced before and in diagnosis process of 

a child with autism? 

• What are the major chall enges the family faced after the diagnosis of a child with 

auti sm? 

• Which behavior or actions of your child are very di ffi cult in handling? 

• Who is more in vo lved in caring your child with auti sm (father or mother)? 

• Why he or she is more invo lved in caring activity? 

4. Sibling aspect 

• How is the perception of siblings about their brother Is ister situation? 

• What is the influence of having a child with autism and sight or hearing problem 

on siblings? 

5. Marital aspect 
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• For how long did you li ved in marriage? 

• How was yo ur marital relationship before the diagnosis of a child with autism? 

• Did the diagnosis of a child with autism influence yo ur marital relationship? 

• How do you explain the influence of hav ing a child with auti sm on marital 

relationship? 

• How are you managing the difficulty faced in your marital relationship? 

6. Social aspect 

• How was your participation in social relationship before the diagnosis of a child 

with autism? 

• How did having a child with autism affect your social li fe? 

• How did extended fami lies or community react to the diagnosis of autism and 

how extended family or commun ity is supporting the family? 

• How the community reacts to appear in public place with a child diagnosed with 

auti sm? 

• What do you want to be known by the commun ity? 

7. Economic aspect 

• How were you making a li vi ng before the diagnosis of a child with autism? 

• How did having a child with auti sm affect your dai ly routine, employment 

situation? 

• What are the major economic challenges the famil y faced after the diagnosis of a 

child with autism? 

• Which costs of living increased as a result of having a child with autism? 

• How are you manag ing the economic challenges? 
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8. Psychologica l aspect 

• What are the major negative psychological effects the family experienced due to 

the diagnosis of you r ch il d with aut ism (like depress ion, shock, guilt, self­

blame . .... etc)? 

• What are the major positive psychological aspects experienced by the fam ily? 

• What are the major factors that contribute to fam ily stress? 

9. Coping mechanism 

• How did you cope with challenges of caring an autistic child? 

• What are the major sources of support systems that you accessed in relation to the 

challenges faced by family? 

• Can you li st down SUppOlt services you accessed III relation to the challenges 

faced by the family? 

• For how long have you waited to access the service and for how many years did 

your child accessed the serv ice? 

• What is the contribut ion of support system that you accessed in improving the 

well-being you and your ch ild? 

• What do you want to be done by different stakeholders (government and non­

government) in improving the wellbeing of a child diagnosed with aut ism and 

their fam il y? 
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Annex IV 

f j>t\ ODme'l> 'l>il 

ar~ YtlV 'r'l;l''f l\'v--<;: 1'<'1;1'&, :,eV :J>(wDm,e'l> r1'H.:J)[ar nM,n ,>,WI V-~,iiC!L t r{l<'itl wch 

:r1°VCt (]"r rv--I\1''i' ,<?:"It r"'l"J..f l\'V--<;: '!'c;.)- /\,"Itj't.<?: jar:: '!''l-l:9° ttrd 1I"'I<'Ir'r '>''l (]'1'M)­

r"'l.1'1flt.'far, :f"IC UD<;:;r UOI'I.~_:f lluot·""" jar:: ntLv-- uoc'id- I>t'H9" flint, tI'f: uo,hlJhfl 

n(]"h'lfl '1,e r°'/S<'I .<?:tar, '/,Wi' '>''l r:t"lc OD<;:)' UO"I!'-:t, IIUDt,H f,>,cM' '/'<'I'r£:: II'!''''/: uo<'ltj'r 

·)-tIt M'r'!'!',1> Mar:: MtLv9" hill! n;l-1~ hl>·t'H9" .:JC n'/,ffH r" -HtWrt, '!'?</IS":f, nuouollil 

,>,Vl:rlJn.;."i n'rV'r'l '>'m.e:!'IIv--:: 

1. f"lllc'i·n uot~ 

n9" 

O,<?:"'I, 

r.:J,n;r v-v 

ft9"VC'r ~t~ 

rrt. v--V 

m 1'M)- fuo<j'tf (], t v--~;I' 

2. M/>-t1i9" uot~ 

htLv nt!..t Ml>t'H9" :f"lC c'i9"1'ar far:!'!\- c'i9"1-ar r"'l.ar,~ hlf~ Ml>t'H9" r"'l.far4<t, 

UDt~ n:lt1lrtl"i? 

ntl'f:S" '1,e HhMar rl>,t'H9" :t"lC r'/'hM 9"h,?,,/, 9", ,>, ,J?lfj fl.1t1lrtl"i? 

I>t1i9" t\,>,cnS" 9", "'III'har? 

MI>,t'H9" fllS":'- ,>,ar</>'r rtl'f:S", v--V h"'lwtS" nt!..'r'l tjw4< n:.'v\ filar tlV-j'r fl.fc'it.lJ."i? 

3. m 'rc'ifl,>,'l rtl'f: uot~ 

n,t tI;9::f MS"t? 

r'r'i'ar tI'f: f/>-t'H9" :f"lC Mnt? 
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Mt:I~~l" rld;l1'l" IN.T ilCD<~ (ilt 1tl. f!,lf'l;J-t:l? 

- t:I'f:l" (l(ilt f,ODt M:"'I,ar r/.1;'H'l" :f"lC h'},~t\(lt (l'l"CO'Dt. -rt.:J'Irn? 

t:I'f:9',) u--v t\"'1t.;J7'P 'l"CO'Dt.ar H 'I'il't.£ :r'l"CODt. CD-m .. p,} "'/'})7Cl"t? 

rt:l'f:9',} r'l"Covt. arm .. )- h'tll'l" ovlf'f. '} (u'IO'" OD'f.OVt? 'l",) 1'n"'19't? 

arm1,'} Mao- (l;},11 r1'.~t.'1fl<',r r'l"hclV.I:';J<;: f,',t:I"'no'r M ? 

h'l"Covt. (ltl..t h" (l'l"COVt. CD;P:I' (l .. rnrr ?;JmO'Dar f'/(:,f r:I'<t,p ,,:far? 

h'l"CODt. arm'p (l;},11 (l .. rnrr Y;JmO'Dar 'P" 'P" f'/(:,f r:I'<t,p ,,:far? 

yt<tf. yt:l'f:l"t "rJf!, CD f!,9u J':C1 t t\oD'}hrJh'(l CDf!,'l" nOD Y11 M'f;Jt "'far? 

M 'f: l"1TI h'}h'(lilf1 n"'1J':t.·, '(l/f'ar,) 1tl. '1'<'17'&> Y°'l.lf)W- "'1,) )ar (h"t CDf!,n Mr)? 

n'l",} hrJ.)o/h,,'r {I/f' 1H.ar,} CDn!'- h,}h,(lil(l. Y'£C;Jt:I? 

4. fW,}Y:'I"lhvt lJoi;r 

CD,}J':'f"f. CDf!,'l" hUoff.:(lt:l'f:9' 1If!, Yt\ar,} r/.1;719D f"lc h'}~1- f!,O'Dt\ h'PTt:I? 

r /.1;11 'l" f" C Y t\ (l t t:I'f: ov'l~. : (l CD') ,~'f"f. / h U off. 1If!, Y<'I .~t. ar,} 'I')l; iJ 'l h '} ~ ,.,. ,e '1 t:I ,,·Tt:I ? 

5. f ;J{I;1' ovt.~ 

(lr.llC n'}t f,ovt 'l t.fu--? 

rt:l'f:l"'} rld;l1'l" 'l"Covt. arm'r h"'1CD;Pl" (ltl..r : (lr.llC arn'l' Yt\ar "I'}'Y-)Tfu-- h'}~r 

)(lC? 

Yt:l'f:l" rktl19D :f"lC (lr.llC U,eCDrl" lI,e yovl1]ar 1')l;iJ'l iln (l.'1M\.t:I "i? 

(l'r,o,c u,eCD.r9' Y;Jm'f"'r f"lcf n(',,'r f!,6:PTt:I? 

6. "'fU(lt.'!! 'rC ovt.~ 

(l"'1U(lt.'!! u,eCDtl" t:I'f:l" Y/.·tl1'l" f"lc 1-m</! hODlf), (ltl..·r 'l",) YUt:I 1'<'It~ Y.£C,/, )(lC? 

ht:l'f:l" U--~T ;JC MYY/I (l"'1u(lt.'!! )'Cl" ? ;J((WD'r 'P" 'P" :f"lc:f rt"i''f. "'far? 
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