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ABSTRACT 

This study examined the dimension of family-centered intervention for 

children with disabilities using the measures parental perceptions of care 

and its relationship to parental satisfaction and goal achievement. 

The sample consisted of 79 parents of children with disabilities of the total 

(272) caseload who were enrolled in Cheshire Community-Based 

Rehabilitation (CBR) program. The children ranged in age from 1. 75 

to13.75 years , the mean chronological age of the children was 4.16 years 

and SD = 2.2S. 

All of the children had disabilities, out of which 45. 57% had developmental 

delays. Three measures including the Measure of Processes of Care 

(MPOC), Clients Satisfaction Questionnaire (CSQ-S) and Question on Goal 

Achievement were administered. 

The findings support the hypotheses that when parents perc",ive the 

intervention program as being family- centered they are more likely to 

satisfied with ca re and perceive their goals as being met, and have 

positive attitudes toward the ca re. 
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CHAPTER ONE 

1. Introduction 

1.1 Background of the Study 

With the globa l human rights movement becoming prominent, many changes 

h ave followed in the filed of di sability rehabilitation . These included the 

"Independent Living Movement" which supported the concept of 

"empowerment" of persons with disabilities a nd the pla nning of in te rve ntions 

directed at the community wh ere pe rson s with disa bilities lived. The main 

objec tives of Community-Based Reha bilita tion (CBR) movement a mong others 

are: the enhancement of the daily-life and activities of persons with disabilities, 

the creation of awareness in the community of equal rights a nd the potentials 

of persons with disabilities, th e provision of barrier-free environment, the 

utilizat ion of local resources as well as the active participation and inclusion of 

person s with disabilities in the community (Thomas & Thomas, 200 1 cited in 

Tirussew, 2005). 

Along this line, one of the most fundamental changes in the h ealth care system 

du ring th e past twenty years is the shift from expert-oriented care to one that 

seeks to involve clients' families in ways that a re respectful and supportive 

(Ahmann, 1994; Letourneau & Elliott, 1996; Wharf, 1992). 

In the traditional focus of early childhood intervention it was the role of the 

therapist to identify the areas of difficulty for children with specia l needs and to 

develop a treatment strategy based on this information . While family 

participation was crucial to the success of such an endeavor, the family 

typically assumed a relative ly passive role 1I1 the family-professional 

rela tion s hip. To address the imbala nce in this relationship , family- centered 
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interven tion IS now being used by many Community-Based Rehabilitation 

(CBR) practitioners and health care professionals. 

Family-centered care focu ses on the family that is described as comprising of 

interdependence of m embers (Dunst, Trivette & Deal, 1994). They stated that if 

a family is strength ened and supported, they will be better able to meet their 

needs as well as their child 's needs. The help-giver takes a proactive approach 

that promotes a nd enhances already existing family stren gths. In other word s, 

a partnership is formed a llowing the family to identify their needs, strengths 

and resources , and the family and caregiver together dec ides what is necessary 

to promote positive ch a nges in the function of fam ily and the caregiver decides 

what is necessary to promote positive changes in the function of the fam ily a nd 

the care of the child. 

Dunst, Trivette, Davis and Cornwell's (1988) study illustrated that if service 

providers (health care professionals) use the attitudes, beliefs and behaviors 

that are consistent with family-centered care, fami lies will be empowered and 

positive outcomes will result from the care they receive. The families sensed 

more control over the care of their children a nd were able to engage in the 

thera peutic process more fu lly . Branspach (1986) found that when parents 

perceived control over their children's program activities, they felt more 

satisfied with the therapy programs. Bass and Leavitt (1 963) a nd Latham a nd 

Locke (1979) showed that when professionals set goals collaboratively with 

clients, goals could be s u ccessfully met. 

In Ethiopia, the advent of the idea a nd importance of early psycho-social 

intervention gained impetus in the beginning of the las t decade. In 1989, early 

intervention for psycho-social development of infants a nd young children was 

jointly initiated by the Department of Psychology, Add is Ababa University and 

Centre of International Hea lth Unive rsity of Bergen, Norway. The early psycho­

social intervention program was based on th e principles of medicated, learning 
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experience whic h focuses on the identification and enhancement of caregiver 

adult-child in terac tion (Klein e t a I. , 1987 in Tirussew, 2005). Child- focused 

internationa l a nd local o rganization s operati ng in the coun try expressed 

increased interest in differen t types of early intervention p rogram s , particularly 

in early child care a nd development. Around the sam e pe riod , local non ­

gove rnmenta l orga nization s , (e.g., Cheshire Services Ethiopia / Cheshire Home 

Foundation) started to em erge with CBR progra m s a nd thu s brou ght a 

momentum for und erta king home- ba sed , school-based a nd community-based 

early intervention program s in the country (p. 33). 

The litera ture o n fam ily-centered care l service provis ion indicates that th ere 

may be a number of barriers to the implementation of fa mily-cen tered carel 

serVIces, including terminology used by professiona ls , the inability of service 

models to incorporate pa rents' views , and paren ts ' lack of s kill s or informat ion 

of how to become involved (Arango , 1990 ; Brown, Pearl, a nd Ca rrasco , 1991) . 

Even though a sys te m , in this case, a children's reha bilita tion agency, m ay set 

out to provide services according to a certa in m odel, outcom es m ay or m ay not 

reflec t the princ iples of the model. 

This pape r h as presented the theoretical, expe rientia l and explora tory 

background of a fa milY-Gentered care/ interve ntion to de livering services to 

children with di sabilities and their fa mily. A family-centered care is grounded in 

the re searc h a nd th eo ries of soc ia l system a nd an ecological pa radigm a nd 

shares m a ny of the values and principles of early intervention a nd fa mily 

support programs . Specific implica tions and application of the key components 

of a family-cen te red guided m odel , principles a nd values, focu s ing on 

relationship, parental satisfaction and goal achievement and linka ges would be 

explored a nd discussed in-depth in this study . 
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1.2 General Statement of the Problem 

Around the world , too many young ch il dren expe rience deve lopm ental health 

problem s d u e to pove rty, prema turity , low birth weigh t , infect ious diseases, 

exposure to toxic subs tances, a nd other ri sk fac tors. Children with es tablished 

disabilities , s u ch as a n a uti s m s pectrum disorder , motor disa bility, 

communica tion a nd la nguage problem, behavior d isorder, or h earing a nd vis u a l 

impairmen ts, also need ear ly a n d swift support. Fo r all of these c hildren a nd 

their fam ilies , co-occurring en viron menta l threats or lim ited caregiving a bilities 

often fu rth er compromise grov;th a nd development (M ickae l Gura linck , 2007). 

Providing effec tive early intervention programs for vulnerable children and their 

fa milies constitutes one of the most impor tan t c ha llenges fo r contemporary 

societie s. State -of-the-ar t inte rvention requires the con tributions of s pecialis ts 

from m a ny disciplines, the construction of progra m s th a t a re firmly rooted in 

biomedical a nd beh aviora l re search , a progra m development component tha t is 

capable of in corpora ting em erging research Endings , a nd a dvoca te s and 

adminis trators to e n sure that funding, personnel, and related ~esources a nd 

policies a re a vaila ble a nd consistent wi th the knowledge base a n d goals of ear ly 

intervention (Mickael Gura linck, 2007). 

In Ethiopia, both governmental a nd non -gove rnmenta l service providers 

respond to th e n eeds of children with disabili t ie s . Among the millions of the 

children with disabilities , however, only very few ha ve a cces s to trea tmen t 

centres . Community-Based Reha bilitat ion (CBR) Centres, opera ting through 

non -gove rnmenta l orga niza tions (NGOs), have s tarted door-to-door, home­

based ea rly intervention programs. But the vast majority of children with 

d isabilities in the country do not h ave access to such services. They either 

engage 111 begging a n d looking for a lms or live ou t of public view. They 

con stitu te th e poorest of Ethiopia 's poor. Al so, it is u ncommon to End in the 

urban cen tres people (children) with out di sabilities who genera te their da ily 
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incom e by h aving individual with d isabilities beg for alms. This can be referred 

to as "double dependency syndrome" (Tirusse\\', 2005) . 

Several research es have a ffirmed th a t this seriou s problem could be so lved 

using family-centered care/ in tervention model. The use of fam ily-cen tered care 

model in programs designed to h elp famili es with children who have s pecia l 

needs has been associa~ed with outcomes such as acce lerated rates of progress 

by children , acquis ition of s kill s by parents (Ca re & Derevensky, 199 1) , a nd 

empowerment of families (McB ride, Brotherson, Joa nning, Whiddon & 

Demmitt, 1993) as well as increased parental satis fac tion (Cleary & McNeil, 

1988; Styba, Ellaschunk, Jesse &, Cote, 1992). Th e family-centerf'c1 mode l of 

intervention includes focusing on needs that are of direct concern to families. 

By taking thi s focu s in to account, in te rven t ionists can develop a trusting and 

collaborative re la tions hip with families and assis t them in achievi ng their goals 

(Ba iley , Simeonsson, Winton, Huntington, Comfort, Is bell , O'Donnell & Helm, 

1986; Garshelis & McConnell , 1993). The li te rature suggests that when the 

family-centered care model is used, family goals can be successfully achieved 

(Adubato, Adams & Budd , 1981; Dunst & Trivette, 1987; Schriebman, O'Neil & 

Koegel, 1983). 

In general, this study is aimed at highlighting the need to work within family­

cen tered context, and ensure that paren ts a re fu lly aware of how the 

informa tion will be used . and how th is inform ation can he lp identify fami ly 

s trengths a nd needs in order to design appropriate service provision policies 

a nd programs. 

To thi s en d, in this stu dy I looked a t the relationships between three variables: 

parents' perceptions of the extent to which the care they receive is fam ily­

centered; parental satisfaction with the program; a n d parents ' perceptions of 

their goals being met in attending the CBR Program. The literature su ggests a 

positive relationship between the family-centeredness of a program, pa rental 

satisfaction , a nd goal achievement. None of tile re la tionships has been stud ied 

extensively in Ethiopian context, but the literature suppor ts continuing 

research in this a rea . 
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Research Questions 

Grand Tour Question 

"Do pa rents of c hildre n with disabili ties (who ha ve long-term hea lth care 

needs) perceive the practices of Cheshire Servi ces Ethiopia -CB R Centre's 

program as renectin g the fam ily-cen tered care/ in tervention ph ilosophy 

a nd princ iples?" 

Sub-questions 

1. Will parental perception s of care received in a ttending th e Chesh ire 

Services Ethiopia-CB R/ lnte rven tion program, facilitate fa mily-cen te red 

care mod el as m easured by the Mea sures of Processes of Care (MPOC) 

using an 8-point rating scale? 

2. Will pare n tal perceptions of care received in attending the Cheshire 

CBR / ln tervention program as measured by the MPOC be positive ly 

correlated with level of satisfaction with the CBR program as reported 

by the parents using the Measure of Satisfaction/Clielll Satis faction 

Questionnaire (CSQ) u s ing a 4 -point rating scale? 

3 . Will pare n tal perceptions o f care received in attending the Cheshire 

CBR program as measured by the MPOC be positive ly correlated with 

parental perception s of Goal Ac hievemen t as m easured by a Single­

Question u s ing a 7 -point rating scale of Goal Achievem e n t? 
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1.3 Purposes of the Study 

The study was designed to provide useful information to th e p ractition ers of the 

fam ily-centered care/ in te rven tion who work directly or indirec tly with ch ildren 

with disabili ties a nd their families, managers who direct c hildren's treatmen t 

centres/ institutions/ ageiic ies a nd programs, and policy- ma kers who make 

dec isions about program a nd fundin g strategies. More specifically, the pu rpose 

of this exp loratory study is to detcrmine from the parents involved with the 

Ch eshire Services Ethiopia -CBR/ lntervention Projects/program how wel l the 

family-cente red care / intervention model facilitates the provision of fa mily­

centered se rvices/care coordination, a s perceived by parents of ch ildren with 

disabilities (long- term health care needs) . Accordingly, the central purposes for 

th is examination of family-cente red care/ in terve ntion strategie s for ch ild ren 

with disabili ties a re as follows: 

I. To describe innovative , effective family-centered care/ intervention 

programs a nd s t rategies for servll1g young children and their 

parents/families and co ntributing to assuring that participants (clients) 

are prepared for s u ccess when they enter elementary or hi,gher schoo ls , 

2. To analyze key factors in the design and imple me n tation of family­

cente red care/ in te rvention programs, 

3. To describe how .agency polic ies support or inhibit successful 

m anagement and fron t- line service strategies, a nd 

4 . To provid e recommendation s to the practitioner s, managers, and poli cy­

makers of fami ly-cente red care/ intervention on how to create more high 

quality program s . 

1.4 Significance of the Study 

The researcher wou ld begin the s tudy with conviction that better understand ing 

of fam ily-ce ntered care model, polic ies a nd principles can improve the lives of 

ch ildren with disabilities, the ir fa milies; enhance support for a nd ease th c 
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burdens on the prac titioners and contribute to stronger families and 

communities . Th e researc h e r be lieved th a t this study co ntribu tes to a morc 

compl ete, balanccd, a nd grounded im age of how family-centered int e rvention 

model programs work in t.he present po licy structure. And th e researc her a lso 

believed th at more accura te understand in g of th e in terplay of agency fundin g 

and policies, progra m s, I'xal m a nageme nt, staff capacity and mot ivation, and 

respon ses of fa milie s and communities wi ll lead to more construc tive and 

successful agency policy and program formu lation . and implementa tion in 

a ccordance with th e model, prin cipl es a nd values of family -centered care . Th e 

researcher t ru sted that wid er a ppreciation of the divers ity of the family­

ce ntered service consumel-s ' com muni ty, the subtleties of pra cti ce, and the 

dyn amic effe c ts of policy, program and managem ent will lead to renewed efforts 

to h elp young c hildre n with disabili ties develop to the ir full est potentia l. In 

specific, the s ignifican ce of the study is as follows: 

I. It helps : 

r to enh a n ce the child's d evelopment (i. e., strategies to promote ch ild 

developme n t) , 

r to provide s upport and assi stance to the famili es (i. e ., strategies to 

Serve and involve famili es), 

r to maximize the child 's and fa mily's bene fi t to society, and 

r to policy effects in local agencies . 

2. Since a study of th is kind is scan ty (probably none) it would co ntribu te to 

th e existing li terature at lea st in Ethiopia n context. 

3. The study would help as a stepping ston e for those interested in the field 

and for those wh o would like to ma ke an in -depth study. 

1.5 Limitations of the Study 

The limitations of th e study are as follows : 

l. Care must be taken when generalizing these results to other situations 

becau se they a re based on a single progra m. 
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2. Since on ly self-report instru m en ts we re used to measure the variables 

studied the resu lts arc representative of the cognitive Rn d emotional sta te 

of the responden ts a t the time of comple tion of th e meRsures . 

3. This is a corre la tiona l-su rvey study so that only descri ptions of 

relation sh ips can be made. No causal infere nces can be m ade. 

4. Even thou gh data were collected from nearly ha lf of the tota l caseload 111 

urban setting in a relatively medium dem ographic a rea, care must be 

taken when generalizing these resu lts La rura l setting .. 

1.6 Delimitation of the Study 

It is difficu lt for the student resea rcher to make an exten sive study of all the 

Chesh ire Services Ethiopia (eSE) - CBR where th e CBR are found th roughout 

Ethiopia- in the cities of eight Administrative Region s. It is a lso fou nd 

un manageable to the stude n t researcher in terms of fin a nce, effort , time a nd 

the wide geographi cal location of the CSE-CBR in the coun try. Further, it \\'ould 

be cu m be rsome to inc lude the to ta l case load of th e CSE-C BR program fro m 

these wide geographical areas in the s tudy . Thus th is su rvey study is delimited 

to one of the CSE-CBR of Addis Ababa b ranch, four sub-cities: ,Kolfe Keranio , 

Addis Ketema, Gulelle an d Arada sub-cities . 

1. 7 Operational Definition of Key Terms 

Parent: Biological pa rent , a common law spouse, or lega l guard ia n such 

as a foster parent, adopt ive parent , s tep mother or ste p father of 

a child. 

Family: A primary group whose members assumes certa in obligations for each 

other a n d gen era lly s hares common residences. Chi ld care and child 

socia lizatio n , incom e support, long-term care, and other care-giving 

a re a mong the fun ctions of family life (Barker, 1995). 

Family-ce ntered philosophy: Recognized that the family is cen t ral in a child's 

life a nd shou ld be central in the child's p lan of care. Family-cente red 

care emb races d ive rs ity in family structures, cul tural backgrounds, 
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choices, strength s, and need s. The philosophy of family-centered care 

call s for partnership between parents and professionals that support 

parents in their cen tra l carin g role (Ahmann, 1994). 

Family-centered care: Family-centered care is the na me of a set of beliefs, 

a ttitudes, and principles whic h have been a pplied to the care of 

children with special health care needs and their caregiving family. 

The philosophy of family-centered care is based on the promise that 

the family is the enduring and centra l fo rce in the life of a child, a nd 

h as a la rge impact on his/her development a nd well-being (Bruder, 

2006). 

Rehabilitation: The fi eld of reha bilitation is a broad on e indeed. The United 

Nations World Program of Action Concerning Disabled Persons (1983), 

adopted by the D.N General Assembly in December, 1982, cited 

Sharon and Roy (1992) , defines the term as follows: Reha bilitation 

means a goal-directed and time-limited process a imed at ena bling an 

impaired person to reac h optimum menta l, physical and /or socia l 

functiona l leve l, thus providin g her of him with the tools to c ha nge her 

or his own life (p .3). 

Intervention: Th e term "intervention" is used here in a generic sen se to define 

any program or activity prescribed for a child on the basis of 

assessment results . Intervention thu s encompasses treatment and 

ha bilitation/reh a bilitation activities in clinical/medical, as well as 

edu cational, settings. Frequently u sed terms for treatment therapy or 

interve ntion, s u ch as "Individualized Family Service Plan (IFSP)" , 

"Individualized Program Plan (IPP)," "Individua lized Education Pla n 

(IEP), " "Individua lized Habilitation/Rehabilitation Plan (IHP or IRP)," 

are used intercha ngeably. (Bjorck-Akesson, Gra nlund & Simeonsson, 

2000; Simpson & Fiedler, 1989 ; Turnbull & Turnbull, 1990 cited in 

Rune & Susan, 200 1) . 
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Early Intervention: refers to a set of actions that has the inten t or effect of 

a lte ri ng the course of, coming between, or interrupting future 

ac tivities or process (Haggerty et a i. , 1996 in Tirussew, 2005). More 

specifica lly, early intervention is a n attempt to prevent or minimize the 

physical, cognitive, emotiona l, and resources limita tions of young 

ch ildren with biological or environmental ri s k fac tors (Blackman, 2003 

in Tirussew, 2005). 

Family-Centered Practice: Family-centered practice IS based on the premise 

that children 's abili ties to learn and develop a re "inextricably 

intertwined" with the strengths, n eeds , a nd philosophies of their 

pa rents a nd other families members . A guiding princ iple of family­

centered prac tice is the beli ef tha t parents are the experts regarding 

their family 'S need s and priorities (Singer & Powers, 1993). An equa lly 

important principle is that families wh o h ave a m ember with a s pecial 

n eed or disability have more in common with familie s who do not h ave 

a child with specia l need or disability than they have differences 

(M ahoney, O'Sulliva n , & Robinson, 1992). 

Health Care Needs: An infant, toddler, or child aged 0 -6 years who has bee n 

identified to benefit from pediatric reh abilitation services due to 

prematurity, or a conge ni ta l or acquired condition. 

Person /Child with Di~ability: The definition of eligibility for Disability 

Support Services assistance used by Ministry of Hea lth, New Zealand 

(1998, p. 28 c ited in Trevor & Pat, 200 1) , s tates: 

A person wi th a di sabili ty is a pe rson who has been identified 

as having a physical, psychiatric, inte llectual, sensory, or age ­

related disabili ty (or a combina tion of these)which is likely 

continue for a minimum of s ix months a nd result in a 

reduction of independent function to the extent that ongoing 

su ppor t is required. 
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CHAPTER TWO 

2. Conceptual Framework and Literature Review 

2.1 Conceptual Framework 

2.1.1 Family-Centered Care 

The mode l of fa mily centered inte rvention that is u sed in th is paper is that of 

Dunst, Trive tte & Deal (1 994). The model is based on two theoretical 

perspectives : Hu man Ecology Theory and Social Systems Theory. Social 

Systems Theorists postulate that, "diffe re nt social settings and their members 

a re interdependent, a nd that events and changes in one unit reverberate and 

produce changes in other social units" (Dunst, Trivette & Deal, 1994 , p.2). The 

fa mily is viewed as a growing a nd always changing social uni t that has its own 

stru ctures, resources, function s a nd interaction s (Bailey, 1987). Socia l sys tems 

theory sees the goal of intervention as being to identify fa mily need s, to locate 

the resources a nd supports for meeting these needs a nd to h elp families use 

exis ting capabili ties as well as learn new skills in o rder to mobilize needed 

resources (Dunst & Trive tte, 1987) with in the family's own system a nd socia l 

context (Bai ley, 1987). This form of intervention help s a fami ly to be more 

competent and better a ble to mobilize resources, which leads to family 

empowerment (Dunst, Trivette &Deal, 1994). 

The maj or focu s of family-cente red assessment a nd in te rvention is to empowe r 

familie s to make them more compe tent and be tter able to mobilize resources. 

Researchers have indicated that family-centered assessment measures in a n 

intervention program provide information on the family's resources, priorities, 

concerns, and unique characteristics, identify the programs a nd services that 

would be most beneficia l to children with di~abilitie s a nd their families, help 

professionals evaluate the effectiveness of their intervention, ensure that the 
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intervention program (e.g., IF'P /IFSP) accurately reflects fa mily goals, help in 

the evaluation of services, a nd ultimate ly lead to greater be nefi ts for the chi ld 

(Ba il ey & Sime n sson, 1988; Dunst, Trivette, Davis & Cornwell, 1988; Garshelis 

& McConnell , 1993; Ol son & Kwiatkowski, 1992; Wh iteh ead, Deiner & 

Toccafondi, 1990) . Three conditions need to exist for empowermen t to occur 

(Dunst, Trivette & Deal, 1994). First, the health care giver mus t believe that 

people a re competen t or have the capac ity to be compe tent. Second, 

ena blement must be fostered , which refers to creating opportunities for 

competence to be learned or displayed. Thi rd, family members must be a ble to 

att ribute their behavior change to their own action s in order to acquire a sense 

of control necessary to m anage fa mily affairs. Thus the empowered fam ily will 

be a ble to exert influe nce on its social a nd environmen ta l s ituation in a manner 

that will be beneficia l. 

Shelton a nd Stepan ek (1 995) li st eigh t eleme n ts of fa mily-cente red care which 

include: 

• fa mily is the con stant; 

• coping a nd support is ta ilored to the fa mily; 

• peer networking is encouraged and facilitated; 

• fa milies a re a ppreciated as families; 

• in formation is exch a nged in a complete a nd unbiased m a nner; 

• fa mily diversity is recognized ( e.g. ,cultural) ; 

• fa mily- professiona l collaboration occurs a t a ll levels of care; and 

• services are supportive, flexible, accessible a nd compreh en sive. 

A reVIew of the litera ture conducted by McB ride, Brotherson, J oanning, 

Whiddon a nd Demitt (1993) revea led three m ajor principles of family centered 

practice th a t is believed to encompass current values a nd practice. These are: 

I . Establishing the fami ly as the focus of se rvices. The concerns of a ll family 

membe rs should be the bas is or establis hing intervention outcomes, a nd 
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the strengths of a ll family members should be considered as resources for 

implementing intervention s . 

2 . Empowering familie s to make decisions regarding their child a n d family. 

This fosters their sense of control and provides a basis for partnership in 

parent-professional relationships. 

3. Providing services ~hat strengthen the family's ability to meet their needs 

and those of their child. This is accomplished by providing support that 

enhances and promotes family capabilities a nd family functioning. 

Bronfen brenner's (1979) theory of Human Ecology stresses the importance of 

looking at the growing person, the changing environment and the interaction 

between the two. The family is seen as constituting the ecological context m 

which the child functions (Bailey & Simeonsson, 1988). Each family IS 

embedded within other larger systems in society, such as neighborhoods and 

social attitudes, and these systems are mutually interdependent and influence 

one another (Bailey, 1987) . All of these systems need to be considered in order 

to understand the family's roles and their ability to function. The child is seen 

as a part of the family system and the child both influences and is influenced 

by the family (Bailey, 1988). 

The approach to helping grows out of the premise that human beings can be 

understood and helped only in the context of the intimate and powerful human 

systems of which they are a part (Hartman & Laird, 1983). From the Ecological 

Systems Theory (Germain & Gitterman 1980) point of view, the primary mission 

of the family -centered practitioner is the enhancement of the quality of life and 

the adaptive balance between human beings and their ecological environments 

(Shelton , Jeppson, & Johnson, 1989). As Shelton and Stepanck (1995) noted 

earlier, the 8 key e lements of family-centered care, identified by these authors 

also reflect this view: 

1. Recognition that the family is the constant in the child's life while the 

service system and personnel within those systems fluctuate ; 
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2. Facilitation of parent/professional collaboration a t a ll levels of health 

care; 

• care of a n individua l child ; 

• program development, implementation , and evaluation an d 

• policy formation ; 

3. S haring of unbiased and complete information with parents about their 

chi ld 's care on an ongoing basis in a n a ppropriate and s upportive 

manner; 

4. Implementation of a ppropria te polic ies a nd p rogram s that are 

comprehensive a nd provide emotional and financi a l support to meet the 

needs of families; 

5. Recognition of family strengths a nd individuality a nd respect for different 

methods of coping; 

6. Understanding a nd inco rpora ting the developmental n eeds of infants, 

children , and adolescents and their families into health care de livery 

system s ; 

7. Encouragem ent a nd facili tation of parent-to-parent support ; 

8 . Assurance th a t the design of the hea lth care delivery sY,stem is flexible, 

accessible , and responsive to family n eed s (p. 71). 

A ninth element was added in 1992 by the fam ily-cente red care com mi ttee of 

the Eastern Ca n adia n s ite' (Letourneau & Elliott , 1996). 

9. Implemen tation of appropriate policies and program s that a re 

comprehen s ive a nd provide emotional support to meet the needs of staff. 

The first eight e le m ents a re likewise described by oth ers (e .g. Brown, Pearl & 

Carrasco , 1991; Cormany, 1993; Korteland & Cornwell, 1991; Mahoney, 

O'Sullivan & Dennebaum, 1990). 

King, Rosenbaum, Law, King and Evans (1 997) condense the same principles 

into th ree basic assumptions: 

1. Parents k now their ch ildren best and want the best for their children. 
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2. Families are different and unique. 

3 . Optimal functionin g of family members occurs within a supportive family 

and community context; a ll m embers a re affected by the stress and 

coping of other family membe rs. 

Parents know their Children best and want the best for their Children 

The first premise promotes the view that parents are competent in caring for 

their ch ildren . Pecora, Whittaker and Maluccio (1992) state that, "parents and 

ch ildren a re regarded as active a nd striving human organisms who are basically 

motivated to grow and achieve competence" (P. 51). The premise re nects the 

values of the client-centered approach, or huma nistic theory, as described by 

Carl Rogers, among others (Rowen, 1986). This is a s hift away from 

emphasizing pathology or deficits when dealing with families, which is still 

prevalen t in health care (Ahmann , 1994; Brickman, Rabinowitz, Kazura, 

Coates, Cohn & Kidder, 1982; Fiene & Taylor, 1991; Mahoney, O'Sullivan & 

Dennebaum, 1990). 

Power in decision-making beco mes an issue under the premise of competence. 

Delaney and Weening (1995) write about the need for organiza tions to develop 

partnersh ip mode ls with parents. In a collaborative partnership, a ll partners 

exercise power in the decision -making process . The collabora tive partnership 

involves polling of resources, information a nd la bor to meet shared objectives. 

It mean s working with groups a n d! or individuals who bring insight and 

experience to the table (Barter, 1996; Delaney & Weening, 1996). This is in line 

with the s hifting paradigm from what Schriver (1996) refers to as binary or 

competing a nd oppositional terms, such as "we-th ey", to cooperative a nd 

inclusive terms, such as "us". 
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According to Yj osvold 's interdependence model of collaboration, as described by 

Barter (1 996), four key elements are a prerequisite to a successful collaborative 

effort: 

1. common wishes and goals, 

2. shared values a nd a ttitudes, 

3. joint tasks and rewards, 

4. fair distribution and exchanges. 

The collaborative m odel is compa tible with the key elements of fam ily-centered 

practice principl es in that collaboration is expected to ta ke place on all levels of 

interve nti on , from worker-family to admini s trative levels. Sharing of power and 

resources, mutual problem-solving and ope rating from a common value base 

a re fea tures of a collaborative framework th at fit with a fami ly-centered practice 

(Barter, 1996; Shelton, J e ppson & Johnson, 1989). 

The goal of family-centered practice is to assist participants to develop 

knowledge, attitudes and ski ll s to be effective as parents. The family becomes 

an equal partner in the service provision n etwork, and is treated with respect 

and dignity (Cardoso, 1991). Proper information enables parents to participate 

in the decision-making process (Hartman & La ird , 1983). 

Dunst, Trivette and Deal (1988) provide a description of help-giver and help­

seeker activities based on Brickman's helping Models (Brickman et a!., 1982), 

expanding to a n Ena bling Model, which de-emphasizes he lp-seekers' 

responsibility for causing problems, a nd emphasizes help seekers' responsibility 

for acquisition of competencies necessary to solve problems, m ee t needs, realize 

personal projects and attain desired goals (Dunst, Tivette & Deal , 1988). The 

services provider experiences a shift in his/her role from an expert to a n a lly 

who enables the family to articulate what they need (Ka lyanpur & Rao , 1991). 

Letourneau and Ell iott (199 6) summarize the key elements of family -centered 

care as those that promote self-determination, decision-making capabili ties, 

control and self-efficacy . All these components reflect a n enabling rather than 

a medical model of helping. 
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Families are different and unique 

The second premise s tates that fam il ies are d iffe rent and ulllque (King et a !., 

1997) . Th e ve ry de finition of fam ily changes over li me with changes in family 

st ructures in society . Family-centered care embraces diversity 111 fa mily 

composition, cultural backgrounds, c hoices, strength s a nd needs (Ahmann , 

1994; Johnson, 1990; Ha r thma n , 1992; Letourneau & Elliott, 1996; Shelton, 

Jeppson & Johnson, 1989). 

Schr ive r (1996) claims tha t, the traditional a n d dominan t world view is shaped 

by "the dimension of whiteness" , which is defined by patriarchal / masculine 

values. Public decision and policy-making a re nas a re controlled by the se 

values, a lso refe rred to as Eurocentric. Alterna tive Parad igm s offer a view that 

is based on the inherent worth and dignity of a ll huma ns , recognizing especially 

the benefit s of human divers ity . 

Hardy and Laszloffy (1 994) address two issues related to d ivers ity . The 

la nguage a nd terminology u sed by professiona ls tends to be based on th e 

dominant white middle class societa l values . Second ly, professiona ls te nd to 

marginalize issues related to race, gender preference, or other issues of 

dive rsity. The authors add that two major movements, the postmodern and the 

multicu ltura l movements, .offer a pote ntia l challenge to the Euro-centricity . 

The femini s t view pa rallel s the fa mily-centered model as it p romotes divers ity, 

creativity, a lterna tive views a nd per sonalized outcomes. The emphasis of 

intervention is m ore on the process than the end resu lt (Korin , 1994; Wheeler & 

Chinn , 199 1). Korin (1994) elaborates on the ways in wh ic h the la rger context 

of social inequa litie s contributes to a n imba la nce of power in therapeutic 

relationships . She discovered in h er clinical practice that s he inadvertently 

encouraged dependency, or "chronic pa ti en t hood", a mong those who live 

within a continuous cycle of oppression. She used Freire 's ideas (as in Korin, 

1994) about critical consciousness to educate her clients . The goals of the 
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therapist was to demystify knowledge, elimina te a rguments based on a uthority, 

and generate a redefin ition of hierarchies of power in clinical relationships , 

a ll owing the client to be active and exercise control over the process. The use of 

s imila r principles is an a bsolute necessity whe n dealing with families of 

ch ildren with di sabilities, in order to implement family-cente red principles. 

Schriver (1996 ) s tates that "inclusive pers pec tives allow u s to more readi ly gai n 

access to a nd understand the s trength s of others" (p. 57). The strength s 

perspective is con sistent with a collaborative model, a nd compatible with the 

family-cente red p rin c ip les. Saleeby (in Schrive r , 1996) lists SIX basic 

assumptions thal guide a strengths pCl'specLive: 

1. Respecting clien t strength s, 

2 . Clients h a ve m a ny strength s, 

3. Client motivation is based on fostering client strength s, 

4. T h e socia l worker is a collaborator with th e client, 

5. A void ing the victim mind set, a nd 

6. A ny e nvironment. is full of resources (pp. 58-59). 

Duns t , Trivette a nd Deal (1988) define certain quali ties associated with fam ily 

strengths. They categorize them in two major them es: 

1. Family s trength s a n-d capabilities represen t intrafamily resou rces that are 

often mobilized as one way to meet needs. 

2 . F ami ly strength s and capabi lities are the competencies that fa milies 

employ to mobilize or c reate extra-family resources (p. 26). 

Families accomplish th e a bove in their own ul1lque way, depending on thei r 

qualities a nd their own fun ctioning style. 
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Optimal functioning of family members occurs within a supportive family 

and community context 

The third premIse emphasizes the importance of the support of fa mily a nd 

community to the optima l fun ctioning of the client. S helton , Jeppson a nd 

Johnson (1989) state that, fa mily-cen te red care goes beyond the child's h ealth 

care needs. It strives to recognize and to promote healthy family functioning by 

ena bling th e child a nd fa mily to m eet norma l developmental tasks. These 

include the ability to m a in tain em ploymen t, normal socia l relationships \Vith 

relatives, friends and n eighbors, norma l routin es, a nd to have th e fa mily 

members' needs met, including the individual with d isabili ties, throu gh normal, 

generic progra m s (Sla ter & Wikler , 1986). 

The Family Systems Theory 'proposes that family m embers need to be physically 

a nd menta lly h ealthy to be a ble to ta ke care of the childre n in the fa mily . For 

that reason, the intervention in the family-centered a pproach does no t 

necessarily need to be directed towa rd s the iden tified c hild in order to be 

beneficial (Rolland, 1988). 

The impact of th e chronici ty of a child's condition is felt by the en tire family. 

Th e family m embers m ay experience increa sed amount of s tress, socia l 

isola tion or financ ial stra in (Bernier, 1990; Kaza k, 1986; Ma rch enko & Smith , 

1992; Rosenbaum , 1996; Sla ter & Wikler , 1986). The lack of a bility to functi on 

s pontaneously as a fa mily unit is on e of the maj or issu es for fa milies who ha ve 

a child with long-term h ealth care needs (Diehl , Moffitt & Wade, 199 1; Fiene & 

Taylor, 199 1; Jackson, Finkler, & Robinson, 1992; March enko & Smith , 1992; 

Slate r & Wikler, 1986 ). Marita l difficulties a nd issu es with sibling adjustment 

a re common, and caregivers struggle to bala nce their time between the 

demands brought about by the illness or d isability a nd the n eeds of other 

fa mily membe rs . 
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Bernier (1 990) postulates that families experience recurrent grief and crisis . He 

states that their abi li ty to m a nage the circums ta n ces depen ds on the supports 

available, coping abilities unique to the family, and on the na ture of the 

disa bility. 

The family itself is a r;atural helping system and an instrument of cha n ge 

(Ha rtman & La ird, 1983). A fa mily shares specific ch a racteristics with all other 

type of systems: for instan ce, every member of the family plays a pa rt in the 

working whole. If one m embe r of the system is a ffected, it h as an impact on a ll 

other members of the system (B rown, Thurman, & pearl , 1993) . The impact of a 

chi ld 's disability or illness on a family can be examined through the Fa mily 

Adaptation Model (Patterson, 1988). 

Interventions are directed towards establishing a balance between the demands 

on the fa mily and its adaptive capabilities. The demands are created by 

stressors, such as an initial diagnosis or normal even ts in the life cycle, such as 

s tarting school : a nd strains , which are accumula ting demands, associa ted with 

the disa bility, s u c h a s fin a n cia l problems, day-to-day care giving stress, etc . 

Adaptive capabilities a re comprised of resources (personal and fa mily and 

community system) and coping abilities . A prac tice based on fa mily-·centered 

principles regards human. problems , needs, and conflicts as ada ptive tasks 

providing the client with opportuni ties for growth, m a stery, a n d competence 

development (Pecora, Whittaker & Maluccio, 1992). 

The family's ability to assist a child who has disabilities (long-term health care 

needs) depends on the internal coping mechanisms of the fam ily, as well as on 

the forma l and informal resources a nd supports available to the family (Bernier, 

1990; Knoll, 1992; Pecora, Whitta ker & Maluccio ,1992). The shift in service 

planning over the past decade or so has been from expert provided services to 

accessing community resources a nd encouragi ng fa mily-to-fa mily support (King 

e t a I., 1997; Knoll, 1992, Winton & Ba iley, 1997). 
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2.1.2 Perceptions of Care 

Parent involvement is a key component in empowering parents and returning to 

them a sen se of control over the outcome of their ch ild 's life (Dunst et a!. , 

1988). To actively involve parents it is necessa ry to unders ta nd and respond to 

their needs. Parents and families have needs a nd resources that directly affect 

the functioning of their children (Mahoney, O'Sullivan & Dennebaum, 1990). 

When programs provide services that deal directly with family needs and 

resources, child ren and fa milies benefit the m ost from the progra m (Dunst, 

1985). Paren ts need to be given the opportunity to give feed back on all aspects 

of program delivery. 

Maddison (1977) stressed the importance of seeking the opinions of health care 

consumers and believed that parental opin ion is important s ince it reflects the 

care that their c hild received. Ledwith (1988) stated that con sumer surveys are 

useful and emph asized looking at more than just consumer satisfaction. King, 

Rosenbaum and king, (1995) a lso supported consumer input and felt that 

measuring parents' perceptions of ca re-giving is a useful method of evaluating 

activities to improve services. Bailey, Buysse, Smith and Elam (1992) a lso 

stated that perceptions of consumers a re essential and they explored two 

barriers to consumer involvement. First many professionals may resent 

parental viewpoints since. they feel that decis ions related to programming are 

ultimately theirs. Secondly, health care professionals may feel that con sumers 

have inadequate knowledge to pa rticipate in this process. 

The shift to a family-centered approach warrants the assessment of parental 

perspectives on services for their child and their family (Able-Boone et a!., 

1990) . Able-Bonne et a !. (1990) provide two rationales for acquiring pa rental 

perspectives on early intervention services . First, they s ta te that studies have 

shown that parents wants to share their perceptions to services rather than 

have professionals make assumptions about whether the ir families' need s were 
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met. Second, they state that parents' views on the best implementation 

strategies a re required to ensure that effective se rvices are offered. 

Other s tudies used quantitalivc re search methodologies to exa mine parental 

perceptions of care in early intervention programs. Ma honey, O'Sulliva n a nd 

Dennebaum (1990) used the Fa mily-Focused Intervention Scale with 503 

mothers who had h andicapped children ranging in age from birth to 6 years. 

Mothers who rece ived high levels of family-centered care reported s ignifica ntly 

greater ben efits from the in tervention. The findin gs a lso indicated that 

progra ms with home- based components had a subs ta ntia lly greater family­

orientation than programs that were primarily centre- based. Parents expressed 

their greatest needs as learning how to utilize the early intervention system a nd 

identifying other community resources to assist them in the care of their 

children . Trivette, Dunst, Boyd and Hamby (1995) found that sources of 

variation in 208 American parents' assessment of h elp-giving practices a nd 

their personal control appraisals were related to d ifferences in program models 

and not parent or family charac teristics. Rating scales were used to identify the 

program model used. Program models included professionally-centered family 

allied, family- focused, and family-centered. The family-centered model was 

considered to be more effective and resulted in more parental control of their 

children's care . 

Simil a r results h ave been found by studies examll1ll1g pa rental perceptions of 

care rece ived while their children were in hospital-based programs a nd 

h a bilitation centres. Ball, Glasper and Yerrel (1988) used a questionnaire to 

look a t many aspects of pediat ric nursing care. They showed tha t parents ' 

perceptions of receiving adequate information and evaluating staff as being 

competent rela ted strongly to their respect for clinical staff. Similarly, Baine, 

Rosenbaum and king (1 995) measured 22 components of care perceived as 

important by 213 Cana dia n parents of chi ldre n with long- term disabilities. 
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The components of care covered a broad range of activities conducted by health 

care professiona ls, organizational features of treatment facilitie s and 

philosophical a pproaches to caregiving. All of the components of care were 

ranked as importa nt: however the pa rents ranked parent involvemen t, 

edu cation /informa tion , treatment accessible a nd available care continuity, 

consistency, coordinaticn , and family-centered care as being mo s t importan t. 

Bj6rck-Akesson a nd Granlund (1 995) studied pa rents' perceptions of family 

involvement in the ha bilitation process . Th e sample consisted of 73 Swedish 

pa rents . Using rating scales, parents ra nked 4 dimensions of family 

involvement. Th ey found that parents perceived subs tan tial d iscrepancies 

between h ow they are currently involved in early intervention an d h ow they 

think that they should ideally be involved . Parents wanted to be more involved 

in decisions regarding their child's a ssessments , team meetings, a nd the 

generation of family goals and services. 

In th e fa mily-cente red model of providing care practices are con sumer driven, 

in those families ' needs a nd desires determine a ll aspects of service delivery a nd 

resource provi s ion (Dunst, Johnson , Trivette , & Ha mby, 199 1). The aims of 

programs a re to promote family decision-making a nd competencies and to 

strengthen a fa mily's capacity to build both informa l a nd formal networks of 

resources to meet their n e.eds. Although the studies that have been cited have 

been conducted with different population s (e.g. different d isabilities, age 

groups, countries); different programs (e. g., early intervention programs, 

ha bilita tion centres, hospita l-based); di ffe rent methodologies (e.g. qualitative, 

quantita tive); several common elements have emerged. Parents want to be 

involved (Ba ine, Rosenbaum & King, 1995; Bj6rck-Akesson and Granlund, 

1995; Summers, Dell' Oliver, Turnbull , Benson, Santelli, Campbell & Siegel­

Causey, 1990). This involvement is reflected in their desire for more informants 

in (Able- Boone et a !. , 199 0 ; Baine, Roseba um & King, 1995; Ball, Glasper & 

Yerrel, 1988; Mahoney, O'Sullivan & Dennebaum, 1990), and to be the primary 

decision -ma kers in their chi ldren's care (Able-Boone et a!., 1990; Bj6rck-
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Akesson & Granlund, 1995; Katz & Scarpati, 1995; Summers et a!., 1990). The 

pa rents also want comprehensive and consistent ca re (Able-Boone et a!., 1990; 

Baine, Rosenbaum & King, 1995; Chisten, 199 1; Summers e t a I., 1990) and 

health care providers who a re ca ring and res pec tful (Chis ten, 1991 ; Su mmers 

et aI., 1990). These studies suggest that when parents perceive programs as 

having the characteristics of family-centered care, then parents perceive the 

programs as being more effective and in turn provide them with the control they 

need to ensure that their family's needs are met (Mahoney, O'Sullivan & 

Dennebaum, 1990; Trivette , Dunst, Boyd, Hamby, 1995). 

2.1.3 Satisfaction 

2.1.3.1 Client Satisfaction 

One measure of the effectiveness of health care services is the extent to which 

the consumers are satisfied (McWilliams, Lang, Vandiviere, Angell, Collins & 

Underdown , 1995). Client satisfaction is an important indicator of the quality of 

treatment received and is also an important goal of service providers (Hill, Bird, 

Hopkins, Lawton, & Wright, 1992; Kopec-Schrader, Marden, Rey, Touyz & 

Beaumont, 1993). Client satisfaction surveys provide very useful information. 

They provide information about the accepta bility of different interventions 

(Sabourin, Bourgeois, Gendreau & Moval, 1989). They are a good predictor of 

the client's compliance wi'th treatment, premature termination of services and 

future help-seeking behavior (Kaplan & Ware, 1989; Sabourin et a!., 1989; 

Ware & Davies, 1983). They are also moderately related to the client's view of 

treatment outcome (Sabourin et a!., 1989; Ware & Davies, 1983). 

Consumer satisfaction has been found to be related to factors that include: 

client socio-demographics, physical and psychological status of the client 

attitudes and expectations concerning medical care (Cleary & McNeil, 1988), 

characte ristics of the provider or organization that made the care more 

'personal' such a s good communication skills , empathy and caring (Cleary & 
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McNeil, 1988; Kaplan & Ware, 1989), and structure, process, and outcome of 

care (Cleary & McNeil, 1988). Structure refers to the physical setting a nd 

resources available a nd includes accessibility a nd continuity of care. Process 

refel-s to the way in which the service is de livered and includes technica l a nd 

interpersonal aspects of care, a nd outcome is the end product of the process. 

Client dissatisfaction is usually related to concerns regarding communication, 

empathy , time, accessibility, and the attitudes of health profess iona ls towards 

care their clients (H ill et a I. , 1992). Plapp and Rey (1989) stated that 

satisfaction and dissatisfaction are mutually exclusive since it is possible that a 

person may be generally satisfied with something but s till have a number of 

specific dissatisfactions with it. 

2 . 1.3.2 Parent Satisfaction 

Though s imila rities exist between cl ient and parent satisfaction it is important 

to examine parent satisfaction as a separate concept. Measuring parent 

satisfaction is an essential component of the evaluation of early intervention 

program (Bailey & Simeonsson, 1988). Parents have the m ajor responsibility of 

their child's development and their decisions concerning success and failure 

shou ld have primacy (M cNaugh ton, 1994). Pa rent satisfaction m easures a re 

important because they gi,-;e families a sense of ownership and con trol over the 

services made available to them, and may increase parent participation in 

programs (McNaughton, 1994). Information about parent satisfaction and 

dissatisfaction can be used to develop better services for families (Bailey 

Simeonsson, Winton, Huntington , Comfort, Isbell, O'Donnell & Helm (1986) ; 

McNaughton, 1994). Data collected rega rding parent satisfaction may also be 

used to convince people of the usefulness of a particular program (McNaughton , 

1994). 

Where attempts have been made to ident ify correlations between reported 

satisfaction measures and objective measures of achievement, the focus has 
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been on the child receiving the servICes (McNaughton, 1994). Marfo, Browne, 

Gallant, Smyth and Coribett (19 9 1) reported a low correla tion (r=0 .20) between 

parent satisfaction and child progress as measured by the rate of the child's 

development during satisfac tion a nd chi ld progress as measured by the rate of 

the child's development during intervention . Upshur (1991) observed a low 

correlation between fatbers' satisfaction and their children's development of 

cognitive skills (r= 0.22) a nd no relationship was ' found between mothers' 

satisfaction and measures of children's progress. Plapp and Rey (1989) found 

that 70% of parents were satisfied with the treatment their chi ld received and a 

similar proportion reported improvement in their chi ld ren's skills . Kopec­

Schrader et a l. (1 9 93) conducted a study in a private hospital for children with 

eating disorders and found that mos t parents were satisfied with the services 

provided and a bout th e ' same proportion reported that their child was 

functioning better yet felt that they were not given enough information and 

support. These studies suggest that there may be a weak relations hip between 

parenta l satisfaction and their chi ld's development of skills. 

The literature also suggests an important link between parenta l perceptions of 

pa rticipation in programs and satisfaction with the care received (Cleary & 

McNei l, 1988). In a survey of pa renta l satisfaction of parents who were fully 

involved in all aspects of their child's stay in hospital, Jackson, Bradham a nd 

Barwall (1978), found that a ll parents reported that they were satisfied with the 

care child received . Similarly Styba, Elaschuk, Jesse and Cote (1992) confirmed 

that parent expressed a high degree of satisfaction with being able to be 

completely involved in a ll aspects of their child's care. Caro a n d Derevensky 

(1991) evaluated a family-centered home-based intervention model with 16 

families having infants with moderate or severe disabilities and found high 

levels of parental satisfaction. These studies suggest that when a program has 

the characteristics of being family-centered, parents report that they are 

satisfied with the care their children rece ived. 
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Parental perceptions of the ch a racteris tics of the staff providing th e progra m 

a re a lso rela ted to feelin g satisfied with th e care provided. Similar to the 

literature on client satisfaction interpersona l elemen ts of care such as 

understand ing, warmth a nd s incerity were identified as being valued by 

con sume rs of health care. A number of authors have found these qualities to be 

related to parental satisJaction with care (DiMatteo, 1979; Doyle & Ware, 1977; 

King et a i. , 1997). Similarly, in a s tudy looking at paren tal satis faction with the 

tra nsi tion from early intervention programs to kindergarten, it was found that 

parents who felt supported and had explanations provided to them felt more 

satisfied (Hamblin-Wilson & Thurman, 1990). 

McWillia m s et a i. (1995) found that pa ren ts' satis faction was related to their 

perceptions of having access to services , developing Individualized Family 

Service Plans (IFSPs) and coordinating services. However , they a lso found that 

priorities vary for different fa milies . For example, Latino families included 

information a nd support, socia lization for the child and h elp with separation 

from their childre n as goals. Philadelphia families wanted to be well edu cated 

about their children and prepared for tra n s itioning to sch ool. They a lso found 

that fathers a nd mothers h ave differences in their perceptions of satisfaction 

but both agree on what is beneficial to thei r child a nd fa mily . 

The potentia l benefits of ·collecting information on pa rents' satis faction with 

early intervention services a re frequently cited in the literature (Ba iley & 

Simeonsso n, 1988; Ma honey O'Sullivan, Dennebaum, 1990). Information on 

parent satisfaction with early intervention services can h elp develop better 

services (Upshur, 199 1; Wolery, 1987) enhan ce pa renta l participations in 

programs and provide suppor t for the usefulness of a program (McNa u ghton, 

1994). The litera ture reviewed a lso suggests tha t there may be a relationship 

between pa rent perceptions of being involved in progra ms that are fa mily­

centered a nd the ir level of satisfaction with the program. The characteristics 

most cited as linked to satisfaction include feeling suppor ted, receiving clear 
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explanations of care, being fully involved in all aspects of care, and the feeling 

that the staff are being understanding and sincere. These characteristics are all 

part of the model of fa mily-centered care. 

2.1.4 Goal Achievement 

Reviews of research con?ucted on setting goals h ave concluded that parents are 

typically passive recipients of information ra ther than active decision-makers 

(Brinckerhoff & Vincent, 1986). Witt, Miller, McIntyre and Smith (1984) stated 

that the parental role preferred by most professional team members is of a 

passive participant. Salisbury (1992) reported that goals have often been 

completed by staff prior to meetings with parents, and that participat ion has 

meant listening to professionals and approving the goals already prepared for 

their review. Katz and Scarpati (1995) found that staff use their professional 

roles and influence to change family goals by redirecting, suggesting and 

encouraging families to adopt ce rtain interventions. 

In order to set goals that are meaningful and important to the child and family, 

it is necessary to work together with them. A team approach is necessary in 

early intervention and families are essential members of the team (McGonigel & 

Garland, 1988). Studies have found that parents who want to be involved in a ll 

aspects of their child's program have the ability to develop and implement goals 

when encouraged by staff"(Katz & Scarpati 1995). Bass and Leavitt (1963) and 

Latham and Locke (1979) support that "ownership" of goals, which is only 

possible when a person is meaningfully involved in setting th eir own goals , is 

the most effective way to ensure that goals are successfully met. By focusing on 

needs that are of direct concern to families, interventionists can develop a 

trusting and collaborative relationship with families and assist them m 

achieving their goals (Bailey et ai., 1986; Gashelis & McConnell, 1993). 

There is some research that demonstrates that parents can be reliable sources 

of information and that they can be accurate assessors of their chi ld's abilities 
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(Beckman, 1984). Models that stress ena bling and empowenng families a nd 

respect for their beliefs a nd values are based on the assumption that fa mily 

priorities are pa ramount and a re to be respected (Minke& Scott, 1995). These 

models s tress that disagreements s hould be resolved through negotiation and 

families must retain final control over decis ions. 

Severa l studies have ilhls trated the ben efits that result when familie s se t the 

goals for in tervention. Adubato, Adams a nd Budd (1981) studied aspects of 

tra ining a mother a nd fath er in child ma nagem ent techniques with their s ix 

years old severely developmentally delayed son. The parents chose the goals of 

improving their child 's dressing, skills and a partnersh ip was formed between 

the therapist a nd the mother to work colla boratively . There were four s ignificant 

results from this study: the mother learned to implement the tra ining 

procedu res a nd communicate them successfu lly to the fath er; parents s howed 

genera lization of s kill s ; child improved with dressing skills ; a nd a two years 

follow up indicated that pa rents retained their knowledge of skills thought, 

continued to use the procedures and rated the training as he lpful to teach self­

help s kill s. 

Schriebma n , O'Neill and Koegel (1983) conducted a study to ' investigate the 

effectiveness of a genera lized training progra m of siblings of a utistic children. 

The goal of im proving the child 's behavior was ge nerated by the fa mily and then 

the therapist worked to gather with the s iblings to improve the behavior of th e 

child with autis m. The result s howed that the s iblings learn ed to u se th e 

behavioral procedures proficiently, and developed a m ore positive attitude 

towards their sibling with autism. The beha vior of th e childre n with autism a lso 

improved. These studies illustrate the benefits tha t result when parents 

generate t reatment goals that a re importa nt to them and their fa milies . In these 

two situations the therapists used the family -centered model of care to achieve 

the outcomes tha t resulted. 
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The literature suggests that when partnerships a re formed between 

profess ionals a nd pa rents so that goals of intervention a re collaborative ly set, 

pos itive outcomes will res ult. Working towards goals tha t are important to the 

fa mily and the child a re charac teri stics of the family -centered care model. 

2.2 Literature Review 

2.2 . 1 Description of Models 

A nu m ber of fea tures are common to programs that ope rate within th e family-

centered SCT V!Cf' !)hiJosoph.y. The rD.!T~ily ()f the chi ld \':ith dis:-'.bi Jitiec; is C:::ilr<--1i !{J 

service d elivery and takes on the pri ma ry decision-ma king role (J(oJ"lclan d iy, 

Cornwell, 1991). Fa mily-centered programs u se strength s based, empowering 

approach es . Pa rents are treated as exper ts on their c hild 's con d ition (Powe ll , 

1996). Collaboration is expected not only between worker a nd fa mily but also 

beyond agency boundaries . These models promote on e-stop access to se rvices, 

regardless of whether se rvices a re provided by one agency or a number of 

agencies. Colla boration and team work be tween profess ion a ls a re essential In 

order to en sure coord ina ted services. Some family -cen te red progra ms promote 

the identification of a service coo rd in a tor. The ro le can be taken up by a 

professional or a pa rent or other ca regiver (Corma ny, 1993). The assess ment 

a nd care plan a ddress both child need s a nd those of the fa mily . Interventions 

a re tailored to fami ly needs, s k ill s, competencies and values . In addition, 

linkage s with oth er families and referra ls to other resources will complem ent 

the pla n. Evaluations of fa mily-centered progra m s a re based on individua lized 

outcome (Boone, Moore, & Coulte r, 1995; Brown Pearl & Carrasco , 199 1; 

Brown Thurma n & Pearl , 1993; Cormany, 1993; Duns t, Trive tte, Gordon & 

Starnes , 1993; Fiene & Taylor, 199 1; J ackson , Finkler , & Robinson , 1992 ; 

Kaufman, 1992; Kortela nd & Cornwell , 199 1; Ma h oney, O 'Sullivan & 

Dennebau m , 1990; Rosen baum, 1996). 
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2.2.2 Implementation of Family-Centered Practice Models 

Im plementation of a family-centered intervention model h as been found to 

result in high levels of paren ta l satisfaction , accelerated ra tes of progress by 

childre n with modera te or severe disabilities, and acquisition of s kill s by 

fami lies (Caro & Derevensky, 1991). Outcomes of empowering individuals a nd 

fa milies include: a positive self-con cep t, person a l satis faction, self-efficacy, a 

sen se of m astery, a sen se of control, a sense of connectedness, self­

developme n t , a feeli ng of hope, social justice, an d improved qua lity of life 

(Gibson, 199 1). Empowerin g fam ili e s to ma ke- decisi on s fos ters a sense of 

cOl1lrol and provides a good basis fo r partnership in pa ren t-professional 

rela tionship (McBride Brothe rson , Joa nning, Whiddon & Demitt, 1993). 

Families h ave stated their prefe rence for family-centered practices (Able-Boone, 

Sandall , Loughry & Frederick, 1990); however , the fa mily -centered model is not 

widely used. On a que s tionna ire th a t consis ted of 22 components of care, 

Rosenbaum, King a nd Cadman (1 992) found that a lthough family-centered care 

was highly ra tcd by paren ts, it was ra ted much lower a nd infrequently offered 

by hea lth care professiona ls. Brotherson and Goldstein (1992) conducted focus 

groups with 21 fa mily members who were involved in early intervention 

progra ms 111 Kentrucky. The families indicated that they would like 

professionals to consider th eir unique fa mily environments are routines as well 

as to be respected as competent, contributing members of the team with 

knowledge to s ha re . They a lso found th a t the more fa mily-centered intervention 

services mothers received, the more they perceived their interve ntion programs 

as benefi ting their families a nd their children. In looking at a sample of 503 

mothers who had h a ndicapped children who were enrolled in intervention 

progra m s throughout the United States, Mahoney, O'Sullivan and Dennebaum 

(1990) found that fa milies h ad greater needs for family-centered services than 

were currently receiving . These findings are con s istent with tho se of Ma honey 

a nd a ssociates (Mahoney & O'Sullivan, 1990; Mahoney, O'Sullivan & Fors , 
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1989). They found that the most predominant model used was the family allied 

model, where profess ionals develop goals and interventions for parent feedback 

and approva l. Mahoney, O'Sullivan and Dennebaum (1990) also found that the 

most common services provided in fa mily-centered early intervention programs 

involved providing families with information a bout the ir children and helping 

pa rents and fami lies become involved in the early intervention system. Th ey 

found that different types of care were provided depending on the age of the 

children a nd whether there was a home- based component. Mothers of children 

age birth to 3 years and programs with home-based components that have 

Ind ividualized Family Service Plans (IFSPs) tended to have a greater fami ly­

centered orientation. In a qualitative study on parent-professional relationsh ips 

in early intervention, Minke and Scott (1995) found a higher degree of staff 

control than parent driveri' intervention in three early inte rvention programs, 

even though these were described by the staff as being family-centered. For 

example, staff tended to reserve decis ions regarding estimation of progress on 

goals and the design of intervention strategies for themselves. 

The use of family-cen tered practice is supported by th eory and research 

(Turnbull , Summers & Brotherson , 1984). Parents have a lso stated their 

preference for family-centered practice (Mahoney& O'Sullivan, 1990; Mahoney, 

O'Sullivan & Fors, 1989; Rosenbau m, King & Cadman, 1992). Evaluation of 

family-cen tered outcomes as perceived by parents seems to be the logical next 

step in the provis ion of family-centered services (Washington & Schwartz, 

1996). 

The publication of the key elements of the fami ly-centered care by the 

Association for th e Care of Children's Health (Shelton , Jeppson &, Johnson, 

1989)set forth a motion that has been gaining acceptance in h ealth care a nd 

children's services ever since . Even though widely implem ented, Letournea u 

a nd Elliott (1996) found in a recen t survey of hea lth care professionals that 

family-centered care is more difficult to put in to practice. Even though, health 
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care professionals generally support and respect the philosophy of family­

centered care, many experience conflict in the ir helping styles, based on the 

medical model, and the expectation s for practice accord ing to the family­

centered principles . Specifically , the support needs of families are not 

consistently recognized as intervention tends to focus primarily on the child 

(Dunst a nd Trivette, 1987 ; Korteland & Cornwell , 199 1; Shelton, J eppson, 

Johnson, 1989). 

Boone, Moore and Coulter (1 995) a ssessed family- centered practices in infant 

and toddler programs. They reviewed Individua l Family Service Plans (IFSPs) to 

determ ine qu a li ty indicators reflccting fam ily-ce n tered pra ctices . Both parcnts' 

and profession a ls' pe rception s of family-centered prac tices were assessed. They 

found that the IF'SPs were .prima rily child-centered , focus ing on facili tating the 

child 's development. The majority of written outcom e statements addressed 

child-centered con cerns (67%). Only 22% of globa l family concerns and 23% of 

child re la ted fa mily concern s were addressed in th e outcome statements. Both 

pa rents and professionals had higher expectation for idea l services. According 

to this study, pa rents and professionals in rural a reas perceived greater family­

centered practices in current service de livery th a n in urban areas. 

Diehl, Moffitt and Wade (1 991 ) surveyed the needs of parents of children with 

m edically-complex needs . -The most overwhelming concern reported by these 

pa rents was the stress on the family structure created by the complex needs 

and time demands tha t the di sability placed on the fam ily, and the impact of it 

on all fami ly m embe rs . The n eeds expressed by the parents were not the ones 

addressed by most servIce delivery systems. Ma honey, O 'Sullivan & 

Dennebaum (1990) polled mothers of children with disabilities who received 

early intervention services . Their findings concur with the above view that the 

components of family-focused intervention are not consistent features of the 

services provided to them. Brown, Pearl and Carrasco (199 1) report that 

in te rvention ac tivi tie s a re mainly child-focused or concentrate on discharge 
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planning. Tucke r and Roberts (1990) state that holistic care is still regarded as 

a future issue in the service provision for chi ldren with long-term health care 

needs. Slater a nd Wkler (1986 ) propose that professionally provided services 

tend to substitute families rath er than support them. 

Arango (1990) notes that family-centeredness is a buzz word these days but 

wonders how m any h ealth care and educationa l programs truly are based on 

these philosophical principles. She questions the family's role in the decision­

making process, whether they rece ive emotional support, and easily the service 

fits in to a ll aspects of a child's a nd the fa mily 's life. To promote a true parent 

professional partnership, Arango (J 990) encourages pare nts to become 

involved, and organizations to accept pa rents as advisors, board members, and 

support for other parents, She emphasizes the need to become much more 

culturally, racially, and geographically diverse in order to represent a true 

family-centered point of view. 

2.2.3 Barriers to Family-Centered Practice 

Often parents and professiona ls a re operating within limited models, which 

prevent them from living up to the family-centered philosophy (Brown , Pearl & 

Carrasco, 1991; Boone, Moore & Coulter, 1995; Jacono, Hicks, Antonioni, 

O'Brien & Rasi, 1990; Letourneau & Elliott, 1996; Mahon ey, O 'Sullivan & 

Dennebaum, 1990). Parents may be unaware of their unique and important 

role in the early intervention process (Boone, Moore & Coulter, 1995; Winton & 

Bailey, 1997). Social policies a nd agency mandates, may view children as 

separate from their families (Ha rtman & Laird, 1983). Family members may not 

be seen as important partners in the provision of health care and rehabilitation 

services (Ahmann, 1994). From the medical model's perspective, the fa mily is 

often viewed as an extension of the patient rather than the patient as an 

extension of a family uni t (Jacono et a i., 1990). Family members are seen as 

resources for the child with disabilities, whereas the resource needs of the 

families go unrecognized (Slater & Wikler, 1986). 
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Cardoso (1 99 1) points out that a barrier to family-centered care is the 

reluctance of care providers to see parents as competent. Summers et al. 

(1990) conducted a qua litative study that focused on the Individualized Family 

Service Plans (IFSPs) process in early intervention. In a summary of the 

responses gene rated by a focus group, the most frequ ently m entioned theme 

was the importance of sensitivity to families. Respondents m entioned the need 

for staff to be supportive of famili es who experience a wide range of emotions, 

and to be accepting and non-judgmental. Other comments gen erated by the 

study underscored the importance of the family as the ultimate decision-maker, 

th e need to respond to diversity a nd in dividu a l fa mily p references , the 

importance of providing c lear communication a nd cons ide ration for the whole 

family, includin g its natural support networks (Summers et a I. , 1990, P. 85). 

Winton & Bailey (1997) agree that the family-centered vision in service 

provis ion is the desired direction by both families and professionals . Families 

often do not know h ow to assume the centra l role and professionals lack the 

ski ll and means of developing collaborative partnerships with them. 

2.2.4 Research in Family-Centered Care/Intervention 

There have been a number of published li terature reviews that have evaluated 

or summarized the effects of early intervention programs, including rev iews that 
. 

h ave focused on the effects of early education intervention s on cognitive 

development and academic achievement (e.g., Karoly, Greenwood, Everingham, 

Hoube, Kilbum, Rydell , Sanders, & Chiesa, 1998; Ramey & Ramey, 1994; 

1998), antisocial beh avior and delinquency (Karoly et aI., 1998; Yoshikawa, 

1995), and parenting practices and economic self-suffic iency (e.g., Ka roly et a I., 

1998; St. Pierre, Layzer, & Barnes, 1995) [ a ll a re cited in Perloff , Butter ,Berry 

& Budetti, 1998). 

The complexity of delivering a program that focuses s imultaneously on child 

and parent/family; that begins before birth a nd carries on until the child is well 

into elementary school; and that is des igned to a ffect all developmental 
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domains is great. The lack of an adequate body of research on these 

collaborative, multifaceted, intensive, comprehensive programs is the most 

serious limitation of the literature to date (Schultz Lopez, & Hochberg, 1996). 

Research on client satisfaction has been hampered by a lack of awareness that 

users of the service may.have suggestion s which could improve service de livery, 

by a lack of standardized measures for collecting this information, by low 

response rates to satisfaction surveys (Kopec Schrader et aI., 1993) by poor 

psychometric properties in existing satisfaction surveys (Sabourin, et a J. , 1989) 

and by the high levels of reported satisfaction (Larsen, Attkisson, Hargreaves & 

Nguyen 1979). High levels of reported satisfaction can be explained in several 

ways (Larsen et a I. , 1979). These ratings may be due to the client's desire to 

give positive comments to avoid repercussions or these ratings can be accepted 

at face value. It is d ifficult to find a meaningful comparative basis for 

interpreting client satisfaction findings since levels of satisfaction in absolute 

terms and in isolation from other data are mea ningless. The sample may not be 

a representative sample of the client population due to low return rates, patient 

dropout from programs, and perhaps only satisfied persons reply. Another 

influence is the halo-effect, which refers to the tenden cy to rate people one likes 

positively (Tuckman, 1994). This causes the scales to simply measure the 

general positiveness of th~ rater's/ client's perceptions of th e s taff rather than 

satisfaction with the program. Despite the fact that concerns have been 

identi fied with client satisfaction surveys, it is still important to measure cl ient 

satisfaction. If the client's perspective is not taken into account the evaluation 

of services is incomplete and biased towards the provider'S perspective (Larsen 

et aI. , 1979). 

Bailey and Simeonsson (1988) noted that the measurement of parenta l 

satisfaction h as received limited attention in th e past and therefore little 

information exists to gu ide the collection and interpretation of satisfaction data. 

In a review of 20 early intervention studies publis hed between 1975 and 1983, 
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Marfo a nd Kysela (1985) reported tha t only 2 studies included a measure of 

parent satis faction with in th e early inte n rention program. However, as the 

emphasis on cl ient empowerment a nd fa mily-centered care in health care is 

growi ng pa rent satisfaction is gaining credibility as an im portant outcome 

measure (Unwin & Sh eppard, 1995). 

Several studies have examined pa renta l perceptions of intervention programs 

four of which used qualitative methodologies . Chis ten (1 99 1) explored the 

perceptio n s of 8 parents in Arizona using interviews, participant observations 

a nd document a na lyses. Parents id en tified communica tion across the program, 

comprehen s ive program services, and caring qualities of the staff, as being of 

critical importance to th em and the ir children. Able-Boone et a l. (1990) 

interviewed 30 fa milies in Colorado. Pa rents emphasized their n eed to become 

knowledgeable a bou t the ir child a nd a bout availa ble services as well as the 

importa nce to professionals' re laying information a nd empowering fa milies to 

become the ir own decision-makers. Summers, et al. (1 990) examined fami ly 

preference of h ow se rvices a re delivered and how practitioners in teracts these 

fa mi lies in early intervention u sin g nine consumer focus groups. The results 

showed th e n eed for prac titioners to be sensitive to parent',s needs and 

perception s including glVll1g positive feedback being f1 exible and be ing 

responsive to ra pid changes in the family . Summers e t a l. (1 990) emphasized 

th e importance of ac knowledging the fam ily as the u ltimate decision maker and 

the family's des ire to be m ore ac tive ly involved in setting goals and designing 

the intervention program . Katz and Scarpati (1 995) u sed a n ethnographic 

a pproach to determine how members of a n early in tervention team in New 

England state involved nine families in the development of Individua l Family 

Services Plans (JFSPs). Pa rents perce ived early intervention programs as being 

more child focused than fa mily-focused even th ough the re was a s ignifican t 

degree of family involvement. In this program, the professional s mainta ined the 

belief that they were the primary decision-ma kers responsible for the fina l 

development of goals and the source of professional judgm e nt. 
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Despite the increased call for adoption of family-centered models and 

approaches in the early intervention [(e.g. Able-Boone, Sandall, Loughry, & 

Frederick, 1990; Dunst, Trivette, and Deal, 1988b, 1994b; McGonigel, 

Kaufmann, & Jonson 1991 ) heath care (e.g., Brewer, McPherson, Magrab, & 

Hutchins , 1989; Shelton & Stepanck, 1995), and other human services (e.g. 

Hutchinson & Nelson, 1"985; Nelson, 1990; Pizzo, 1990) a ll are cited in Trivette, 

Dunst, Boyd & Hamby, 1995J field s, relatively little research has been 

developed to th e influences and consequences of fami ly-centered prac tices. 

Many articles addressing family-centered care or service coordination in early 

intervention a re descriptive in nature (e. g., Cormany, 1993 ; Fiene and Taylor, 

1991; Rothman, 1991; Brown, Pearl & Carrasco, 199 1; Boone, Moore & 

Coulter, 1995; Jacono et ·al., 1990; Letourneau ' & Elliott, 1996; Mahoney, 

O'Sullivan, Dennebaum, 1990; Hartiman & Laird, 1983; Sla ter & Wikler, 1986; 

Cardoso, 1991; Summers et a!., 1990; Winton & Bailey 1997). Netting (1992) 

provides a word of caution to the fact that service coordinators m early 

intervention can become gate keepers , especially during the era of fiscal 

constraints and limited resources. Corma ny (1993) acknowledges s imilar 

concerns referring to some problems with program rela ted service coordination 

involving the rationing of services in some direct manner by matching 

consumer needs , vendor priorities, and availa ble funding. Fiene and Taylor 

(1991) note that scarcity of resources and environmental barriers are of concern 

to families living in rura l and remote regions. 

Family-centered care is not a lways the most resource efficient. Frequently, 

coordinated care results in higher and a wider range of costs and at least 

initially , increased usage of resources (Marchenko & Smith, 1992; Smith, 

Layne, & Garell, 1994). Service coordinating, however, strives for cost 

effectiveness (Cormany, 1993; Fiene and Taylor, 1991; Rothman, 1991), 

creating a potential conflict between family-centered care and effective care 

management / coordination . 
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Rosenbaum (1996) describes the measure of processes of care (MPOC) 

questionna ire that his research group specifically developed to evaluate 

pa rents' perceptions of family-centered services in pediatric rehabilitation 

settings. King, Rosenbaum & king (1995) conducted a number of surveys at 

various children's rehabili tation settings for the purpose of the validity and 

reliability studies when developing the measure of processes of care 

questionnaire. The emphasis of these studies was to deve lop an instrument to 

measure the degree of fa mily-cen teredness. Letourneau a nd Elliott (1996) 

studied professional 's perceptions of fami ly-centered service practices a t a 

children's hospital. Concerning this issue , n o Ethiopia n a r ticles were found that 

addressed s pecifically a dimension of fami ly-centered care intervention 

approach for children with disabilities at an outpatient facility, such as 

children's treatment (CBR) c entre. 

Jackson, Finkler and Robinson (1992) evaluated a pilot project a nd found that 

a family-centered early intervention program ca n be effective ly implemented in 

a hospital setting, the process being highly satisfactory to parents. Marchenko 

and Smith (1992) conducted a pre-and post-test s tudy and discovered that 

fami ly-centered early interven tion services improved maternal life satisfaction, 

but the needs of a ll family members were not met. For instance, s iblings of 

children with disabilities continued to have difficulties in coping. Smith , Layne 

& Garell (1 994) concluded that care coordination wa s readily accepted by 

families and resulted in increased services, but th e evaluation proved to be 

challen ging. Outcomes like empowe rment and family congruence are no t easily 

quantifiable outcomes, which makes m easuring them difficult with quantitative 

methods. The complexity of family systems and the lack of appropriate 

definition of early intervention / care increase the difficulty of determining the 

impact of intervention and the attainment of goals. In addition, self-selection 

and a small size of the sample were identified as areas of concern. 
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Several a rticles describe models of family-centered intervention, care, or service 

programs (Brown, Pearl & Carrasco, 1991; Fiene & Taylor, 1991; Kaufma n, 

1992; Boone, Moore & Coulte r , 1995; Jacono, et a !. , 199 0; Letourneau & 

Ell iott, 1996; Mahoney, O'Sullivan & Denneba um, 1990; Ahmann, 1994; Slater 

& Wikler, 1986; Cardoso, 1991; Summers, et a!., 1990; Win ton & Ba iley, 1997) 

but do not involve an eVcduative component. 

Dunst et al. (1 993) investigated the extent to which diffe rent rela tionship­

related help-giving a ttitudes a nd behaviors vary a m ong caregivers/ service 

provides. The findings demon s trate that there is a link between caregivers' 

practices cons istent with fa mily suppor t. princ iples, and the practices presumed 

to being family-centered. In brief, better family outcomes are rela ted to care l 

service provider helpi ng styles that are consistent with the intent of family 

support principles. 
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CHAPTER THREE 

3. Methodology 

3.1 Design of the Study 
-

As indicated in the literature review, even when . certain type of service 

philosophy is identified with an agency or a program; it does not automatically 

m ean that services are implemented in accordance with the principles and 

values of the model. Before further analysis and postulations a re possible 

regardin g the fa milv-centered care / servi ce' coord ination model, it was necessary 

to find out whether the parents involved with the Cheshire Services Ethiopia: 

Community-Based Reha bili.tation (CBR) Program for children with disabilities 

actually felt that they were receiving services that were congruent with the 

family-ce ntered intervention values and principles. With no control group 

available a nd without a proven theoretical fra mework, an explora tory design 

was chosen. 

In the case of this particular research it is not possible to evaluate the services 

of the Cheshire CBR/ Intervention Projects for children with disabilities before 

the parents become involved with the services of the program. For that reason , 

a pre-test was not feasible. The survey research was conducted as one-shot 

case study, or post-test only one-group model or design (Leavitt , 1991) 

A cross- sectional - personal interview format was chosen as a m ethod of data 

collection. 

3.2 Study Population 

The total case load of the Cheshire Services Ethiopia: Community-Based 

Rehabilitation (CBR) progra m, excluding the waiting list, was surveyed. The 

CBR projects' catchments a rea includes the four s ub-cities (Kolfe Keranio , 
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Qulelle, Addis Ketema a nd Arada sub-cities) of Addi s Ababa. All of the families 

residing within the city of Addis Ababa and receive services in their own home 

and communities on a weekly consultation basis out of which nearly ha lf of the 

total case load were included in the survey project. 

All childre n in the Cheshire CBR / lntervention program are categorized in 6 

major disability area s . They have motor disorders/motor developmental delays, 

menta lly ch a llenged/ mental retardation, physica l di sabili ty, hea ring 

impa irment, visu a l impairment and multiple di sabilities. The chi ld ren may 

rece ive one or severa l se rvices , suc h as physiothera py, occupational therapy, 

social work e tc . Th e frequency of in tcrvention may va ry from less than once a 

week through once a week to once a month. A number of moda lities are used 

such a s individual or grou p thera py, mediated therapy a nd consu lta tion . 

The survey was limi ted to paren ts/ fa m ilies receiving se rvice s from the Cheshire 

CBR Ce n tre's staff / social worker s . Thi s limitation was imposed due to the 

dramatir decline in contact between parents and professionals once services 

a re provided through d ifferent venues, such a s th e school a nd h ealth settings . 

Among th e two h u ndred a nd twenty nine total caseload of Chesh ire Services 

Ethi opia- CBR program, abo,ut three- fourth (N; 172) children we re iden tified as 

eligible to pa rticipate in the survey, excluding the rece ntly discharged a nd 

waiting list. Using s tratified ra ndom sampling, a sample of eighty one (n; 81) 

pa rents (fa milies) of children with disabilities wh o pa rticipated in th e CBR 

program from 6-24 m onths or more was s tudied. All of these pa rents (fa milie s) 

agreed to participate in th e s tudy. Four ty pes of questionnaires were 

admin is tered to each pa rent / fa mily a lready selected for the research stud y, 

and each of them completed the survey package. All of the eighty one (n ; 81) 

res ponses were returned a nd this was what makes the respon se rate 100%. 

Two of the returns were discarded due to in sufficient data. The da ta a na lysis is 

based on seventy nine (n ;79) completed questionna ires. 
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3.3 Instruments 

The instrument employed in this study was a questionnaire using an interview 

format . Items for the questionnaires and interview came from the literature in 

the field of family-centered care/intervention and pa renta l perceptions of care 

from previous studie s used to measure: Parental/ familial perceptions on 

processes of care/in tervention, Clients'/parents', and fami lies' satisfaction with 

care taken , serVlces glven a nd paren tall familia l perceptions of goal 

achievement. The questionnaireJwere constructed in accordance with guidelines 

by [Wiersm a, 1991; Backstrom & Hursh -Sesar, 1981; Berdie & Anderson, 

1974). According to these authors, one of the fund amental rules in 

constructing questionnaire is to ask clear, unambiguous questions, avoiding 

jargon and terminology that may be unfamiliar to the respondents. 

Being tha t participants or respondents were not scattered throughout the 

country a nd limited to the c ity of Addis Ababa, 4 sub-ci tie s: Kolfekeranio , Addis , 
Ketema, Gule lliand Arada sub-cities ... Questionnaires in an interview forma t 

were selected as the principle instrument to acquire data for this study. 

Becau se the accuracy of self-reported data is controversial a nd questionable, a 

substantial a mount of literature has been gen erated concerning validity and 

reli a bility of data collected with self-reporting instruments (Kaufman & Rasin ki, 

1991; Wentland & Smith ; 1993). Studies of self-re ported data, however, 

generally conclude tha t respondents {clients} where relatively a good source of 

information, and that self-report accuracy is affected more by the way 

questions are asked, the specific information sought, and the characteristics of 

the clients in the study (kaufman and Rasinki, 199 1). In a meta-analysis of 245 

survey questions, Wentland and Smith (1993) found evidence to support these 

conclusions. They stated that respondents generally desire to be truthful, and 

inaccuracy is due more to item construction and item characteristics than 

respondent's motive. Ta king these crucial issues in to account the following 

instruments were chosen by the researcher for this survey study. 
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3.3.1 The Measure of Processes of Care (MPOC) Questionnaire 

Parents' / families' perceptions of the extent to which intervention workers used 

family-centered care model were measured with the Measure of Processes of 

Care (MPOC) Questionnaire (Appendix 5). Permission to use the tool was 

obtained from its develo~ers, the Neurodevelopmental Clinical Research Unit 

(NCRU) of McMaster University and Chedoke-McMaster Hospitals (1995). The 

Chief Executive Officer of the Cheshire Services Ethiopia- CBR authorized 111 

writing the use of their CBR projects' case load as the survey population 

The MPOC is self-adminis tered questionnaire containing 56 items across 5 

scales which was developed to measure parents ' perceptions of the 

care/services they and their chi ldren receive from rehabili tation/treatment 

centre. The authors of the questionnaire state that the measure is viewed as 

"tapping the important features of family-centered ness" (King, Rosenbaum & 

King, 1995, p. v). 

The MPOC consists of five scales: Enabli ng and partnership, Providing General 

Information, Providing Specific Information about the Child , Coordinated and 

Comprehensive Care for the child and family, Respectful and Supportive Care. 

The questionnaire consists of a number of statements re lated to activities at the 

Cheshire Services Ethiopia -CBR Projects / program. Statements are rated by 

the respondent on a scale ranging from 0 (not applicable) through 1 (never) to 7 

(to a great extent). Thus, items are scored on an- 8 point scale (7= to a great 

extent, 4 = sometimes, 1 = never, 0= not applicable). A scale score is the average 

of the items' ratings for the scale, and scale scores ra n ged from 1 to 7. If items 

are rated 0, they are eliminated from the scale, and each scale has an upper 

limit of 0 scales that are acceptable before the scale must be eliminated. 
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The reliability and validity studies of the MPOC m easure are based on four data 

sets (1) the pilo t testing study (n= 653), (2) a field testing (n = 151), (3 ) a test­

retest reliability study (n= 29), and (4) a validation study to assess social 

desirability response bias (n= 14) (King, Rosenbaum & King, 1995). A brief 

overview of these studies follows: 

Reliability 

The internal consistency of MPOC-56 scales was .assessed by Cronbach's 

Coefficient Alph a . The MPOC- 56 scales have good internal consistency, 

indicating that items in each scale measure a unique underlying theme 

(Cronbach's a lphas across scales varied from 0.63 to 0.94 in the reliability 

study (n= 29) that is, all values, except for the third scale in the smaller sample 

(n= 29). Providing Specific Information a bout the Child (= 0.63) were above the 

minimally accepted criterion of 0.80 and from 0.81 to 0.96 in the pilot study 

(n= 653)], and good test-retest reliability (intraclass correlation coefficients 

(ICCs) for the 5 scales ra nged from 0.78 to 0.88 (n=29)).That is, the stability of 

the ::;cales over time was assessed with data collected in a test-retest reliability 

study. Pa rents answered MPOC question naire the sam e way after an interval of 

3 to 4 weeks. The In traclass Corre lation Coefficient (ICCs) was used as a 

reliability coefficient, ranging from 0 .78 to 0.88, suggesting good stability over 

time. 

Validity 

Content validity: Through the development of MPOC, the domain of care-giving 

was systematically reduced to aspects determined by parents to be of more 

relative importance. Parents a lso participated in gen erating the items for the 

aspects of care-giving a nd h ealth care providers examined the draft version to 

determine if the content reflected how care might be experienced by parents in 

the treatment centre where they worked. All items retained in the MPOC were 

rated as highly important with item means ranging fro m 2.20 to 2.96 on a three 

point scale (King, Rosenbaum & King, 1995, p.42). 
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Construct validity: Evidence is presented by the research group th at the 5 

MPOC scales are distinct a nd represent meaningful aspects of care. The data to 

su pport these find ings were derived [rom the [our data sets mentioned a bove. 

The MPOC was initially developed [or the purpose o[ exploring how the 

processes o[ care giving relate to parents' psychosocial wel l-being. A s ingle 

question on stress wa::; created to investiga te any assoc iation between the 

MPOC and a preliminary assessment of parents' mental health. Two versions of 

the stress question have been used during the development of the MPOC. 

Correlations of MPO C with this stress variable were tested, with a hypothesis 

that higher levels of stress on MPOC scale score would be associated with lower 

levels of stress on a ll scales. The resul ts of these testing showed s tatistica lly 

s ignificant negative correlations between a ll MPOC scales a nd stress. 

The MPOC scales correlate positively with a m easure of client satisfaction 

(Client Satisfaction Questionnaire by Larsen et a !., 1979).Th e a uthors note that 

"the correla tions between MPOC sca les and satisfaction s how particularly tha t 

the interpersonal (rather than informational) aspects of care are highly rela Led 

to satis fac t ion " (King, Rosenbaum & King, 1995, p .47). 

The MPOC scale scores do not reac t to demographic characteri stics of the 

fami ly and child, and aspects of service delivery . In preliminary stud ies no 

significant correlations were found between MPOC scale scores a nd community 

types (urba n, small urban , rura l) , family type (s ingle-, two- parent), gross fa mily 

income, mothers' education, fathers' education (Spea rmen Rank, r), and child 's 

gender (eta coefficient). These findings provide evidence for discriminant 

validity. 

The developers of the instrument predicted a n egative re lationship between a 

chi ld 's age and some of the scale scores. Enabli ng and Partners hip (-0. 13) and 
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Coordina ted a nd Comprehen s ive Ca re , (-0.1 6 ) s howed n egative correla tion 

(Pearson r coeffic ien t) with child 's age. 

Paired t-tests were conducted to assess socia l desira bili ty b ias. The findings 

provide supportive evidence that pa ren ts a re report ing their t rue experiences. 

The auth ors of th e in strumen t ma ke a par ticula r point of n oting th at s ince the 

MPOC h a s bee n developed quite recen t ly, mo re valid ity a n d relia bil ity stu d ies 

need to be cond u c ted in the future. 

Comments from pa re n ts on the questionnaires indicate that the issues be ing 

addressed in MPOC a re relevant, the questions a re well formula ted , a nd th a t 

the work is wor thwhile (King, Rosenbaum& King, 1995, P.42). Th e ins trumen t 

seems accep table to parents a nd appears to m easure wha t it purports to 

measu re. 

Suitability for Current Study 

The MPOC was developed in Ontario, Can ada , a nd has been s l,lccessfully u sed 

in On tario Child ren 's Treatment Cen tres, a n d it a lso suita ble for the purposes 

of th is research . It was s pec ifically deve loped to m easure pare n ts' perceptions, 

making it compa tible with th e focu s of thi s research. The questions are 

design ed to describe services th a t parents a nd the ir child ren rece ive from 

ch ildren 's treatment centre . The questionna ire was developed with extens ive 

input from pa ren ts. The five scales a re based on th e aspects of care tha t 

parents viewed a s important (King, Rosenba um& King, 1995). Although n ew, 

the MPOC is a n esta blished ins trumen t to measure the extent of family -

centerednes s of service provide rs . 

The in tent service /care coordina tion , case man agem ent, or interven tion IS to 

provide con t in uum of care, to coordinate and link service system s, and to 

maxim ize a nd enh a n ce informed decis ion -makin g processes in the client 
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(Greene, 1992). Berkowitz, Ha lfon & Kllee (1 992) proposed four indicators of 

service/ care coordination, case management, or intervention effectiveness: 

comprehen s iveness, continuity, duration and coordination of care. 

The items in the Coordina ted and Comprehensive Care for Child and Fa mily 

scale of the MPOC refl ect behaviors that "encompass the holistic n eeds of the 

child and family, a nd that provide service in a way that is continuous and 

consistent over time , settings, a nd people" (King, Rosenbaum, King, 1995, 

p.25). This scale es pecia lly can be seen as one measurin g elements of service 

coordination. Family- centered services / care coordina tion is based on the 

systems theory fra m ework, and in the case of childre n with disabilities (long­

term health care needs), planning takes place within the context of the fa mily 

(Bernier, 1990; Pecora, Whittaker & Malusccio, 1992). Ensuring continuum of 

care a nd coordination a nd linking of service delivery systems a re pnmary 

fun ctions in family cen te red intervention (Greene, 1992; Rothma n, 1991) . 

3.3.2 The Mesure of Satisfaction/Client Satisfaction Questionnaire 

The CSQ-8 is a one-d imensional 18- ite m instrument to assess globa l 

patient/ Clien t satisfaction (Attki sson & Zwic k., 1982). They found the CSQ to 

be substantia lly correlated with treatment dropout, number of therapy sessions 

attended , and with ch ange in clien t- reported symptoms . Nguyen , Attkisson & 

Stegne r (1 983) later developed a shorter , 8 -i tem version of th e CSQ. This 

s horter version of the CSQ-8, had the same construc t validity a nd in ternal 

con sistency reliability as the longer version (Nguyen, Attkisson & Stegner, 

1983 ; Chan, Sorensen, Guydish, Tajima & Acampora,1997). The CSQ-8 was 

translated into Dutch by De Brey (De Brey , 1983). In this study, the Dutch 

version was demonstrated to have simila r high internal consistency (Cronbach 's 

a = 0.91) as the original English version (Cronbach 's a = 0.93). Thus, the CSQ 

is a s ta ndardized scale used to assess client' s satisfaction with a program 

(La rsen et a i., 1979). It consists of 8 question s with a 4 - point response scale. 
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The question s ask a bout va rious aspects of the progra m. The response scale 

scores vary with '4' represen ting high satisfaction a nd '1 ' representing low 

satisfaction . A comment section is included at the end of the questionnaire . 

This questionna ire h as a reading level of gra de seven. No informa tion is 

availa ble on tes t-retest reliability . Therapis ts ' estimates of how satis fied they 

believed their client to De correla ted a t 0.56 (p< O.Ol) with client's CSQ scores 

illus trating a dequa te con current validi ty. The scores obtained on this 

qu estion na ire a re a lways very high. 

3.3.3 Question on Goal Achievement 

One item u sin g a 7-point ra ting sca le was u sed to de termine pa renta l/ familia l 

perceptions of goal achievement. It was: "Did the Cheshire Services Ethiopia­

CBR/children's Trea tment program m eet your goals?" The scale scores 

con sisted of: I -none, 2- very few, 3- few, 4- som e, 5-quite a few, 

7 - a ll. 

3.3.4 Demographic Questionnaire 

6- most, and 

In order to descri be the par t icipa n ts, a dem ogra phic qu estionna ire was 

constructed and added to the other 3 types of questionnai res: the MPOC, the 

CSQ-8 and the Single Ques tion on Goal Achievem ent (Appendix 4). The 

descriptive varia bles were chosen fo r the demograph ic ques tionna ire from 

simila r ques tionnaires u sed in pilot- s tudies. Some questions were chosen on 

the basis of the literature review. For ins ta n ce, parents' pe rcep tion of services 

or ca re may be influenced by the number of services being received. Also , 

individuals with higher level of education tend to respond to the adminis te red 

questionna ires in an interview forma t more often than individuals who have 

less forma l education . The resea rcher was also interested in finding out that the 

respondent (care giver) sa w as the main service or care coordina tor for the 

child 's health care n eed s . Thi s question was of in terest to the researcher in 

order to explore care/service coordination compon en t of th e service model. The 
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agency of fa mily servIce coordinators was assigned the care coordinator role 

when the family-centered intervention model was implemented . However, 

pa rents can a lso choose to appoint a community advocate or coordinate the 

resources themselves. 

For the purposes of this research, the MPOC, the CSQ, the Single Question on 
-Goal Achievement and the Demogra phic Questionnaires were reviewed by the 

Family Advisory Committee of the Cheshire Services Ethiopia - CBR as well as 

the Ethiopia Evangelical Church of Mekane Yesus - centre for Mentally 

Challenged Children (EECMY- CMCC) The Committee was comprised of family 

representa tives, clinical, a nd ad ministrative staff. The consensus of the 

Committee was that the instruments were a ppropriate in terms of their intent 

a nd la nguage for a parent survey. 

3.4 Procedures 

Consent was given for the researcher to administer three measures: the MPOC, 

the CSQ a nd the single question on goal achicvemcnt, and the family and the 

child background questionnaires. These measures were p~rt of standard 

program procedures and the researcher adm inistered them to th e participants 

in co-operation with the CBR team coordinators. The brief survey package 

consisted of 8 1 questions (56 MPOC, 8 CSQ, 1 Goal Achievement 14 

Demographic a nd 2 Open -ended questions). 

Once a parent agreed to participate in the study, a home-visit was scheduled. 

During each visit the researcher followed a home-visit protocol (an information 

sheet and informed consent) [Appendices 3 .1 and 3.21 based on sound family­

centered guidelines. Through this protocol , th e research er promoted positive 

pa rent, child, and family functioning styles in order to enhance the family 

ability to become self-sustaining. The d'..lration of a home-visit was 

approximately two a nd h a lf hours, during which time the parents complete the 

family and child background and the informed consent forms, the MPOC, the 
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, . 

CSQ questionnaires and th e single question on goal achievement. The MPOC 

was administered first so that items from this questionnaire, the CSQ-8, or the 

s ingle question on goal achieve ment scale would not ra ise issues that could 

potentially bias parents' perceptions of family-centered carel behaviors. That 

is, the three questionnaires: the MPOC , the CSQ -8 and the Single Question on 

Goal Achievement were~ adminis tered u sing a ll. interview forma t respectively. 

The investigator believed th at th is order would be best to reduce a ny potentia l 

bias in respond ing. 

On the oth er h a ncl, the 13 items were interspersed a m ong the items of the 

MPOC in an attempt to decrease potentia l bias in responding (i .e ., acquiescence 

bias or "Yea-saying" and "halo-effect") the respondents to s hift their thinking 

when responding to items that ask a bout attitudes toward diffe rent components 

of care as n oted by (Aday, 1996; Streiner& Norman, 1989). 

This was a lso done so that each parent received the information 1ll. the same 

manner and item s that might be unclear could be explained in the same way to 

each parent. Pa rents were asked to a n swer qu estions on the MPOC, the CSQ-8 

and the single question on goal achievemen t in reference to their experiences 

over the past 6 months to 2 years or longer so that they were rating their 

experiences based on established relation ship with their children's current 

rehabilitation workers as well as the center 's program. In addition , defining a 

time frame for response ratings is an accepted mecha nism used in survey 

research to reduce reca ll bias as noted by Aday (1996). All of these forms were 

collected by th e investigator and kept confidential. 

Pilot-Testing Study 

Prior to da ta collection, after the language of the English versIOns were 

translated in to a n Amharic by language professionals and modified for the 

purpose of this study, the pilot-testing study was conducted with s imilar 
, 

population at the Ethiopian Evangelical Church of Meka n e Yesus-Centre for 
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CSQ qu estionna ires a nd the s ingle question on goal achievement. The MPOC 

was adminis tered first so tha t item s from this questionna ire , the CSQ-8, or the 

s ingle question on goa l achievem ent scale would not ra ise issu es tha t could 

poten tia lly b ias pa rents' percep tions of family-centered carel beh aviors. Tha t 

is , the three questionnaires: the MPOC, the CSQ -8 a nd the Single Question on 

Goal Achievement wer':,. adminis tered u sing a n interview forma t respectively . 

The inves tigator believed tha t this order would be best to reduce a ny potentia l 

bias in respon ding. 

On the oth er ha ne!., the 13 item s were inters persed amon g the items of th e 

MPOC in a n attempt to decrease potentia l bias in responding (i .e., acquiescence 

bias or "Yea-saying" a nd "h a lo-effect") the respondents to shift th eir thinking 

when responding to items that a sk a bout a tti tudes t oward different componen ts 

of care as n oted by (Aday, 1996; Streiner& Norman , 1989). 

Thi s was a lso done so tha t each pa ren t received the informa tion III the sam e 

m anner a nd item s tha t might be unclear could be expla ined in th e same way to 

each paren t. Pa rents were asked to a nswer qu estion s on th e MPOC, the CSQ-8 

a nd the s ingle qu estion on goal achievem ent in refere nce to th eir exper iences 
, 

over the past 6 m on th s to 2 years or longer so th at th ey were rating their 

experiences based on esta blish ed relation ship with their child ren's curren t 

reha bilitation workers as well as the center 's progra m . In addition , defining a 

time fra m e fo r response ra tings is a n accepted mech a nis m u sed in survey 

research to reduce recall bias as noted by Aday (1996). All of these forms were 

collected by the investiga tor and kept confidential. 

Pilot-Testing Study 

Prior to da ta collection, after the la nguage of the English verSlOns were 

tra nsla ted in to an Amharic by la nguage professionals and modified for the 

purpose of this study, the pilot-testing study was conducted with similar 

popula tion at the Ethiopia n Evan gelical Church of M'eka n e Yesu s-Centre for 
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Mentally Challenged Children (EECMY- CMCC), in Addis Ababa. The pilot­

testing study enables the research er to ascerta in face validity of the instrument 

prior to administering it to all participa nts. In so doing, some of the overlapping 

{e.g., number 1&32; 12&22;19,28&43; 3 1&33; 37&40} item s were modified 

uniquely a nd . some vaguefambiguous {e.g., number 13,29,3 1} items were 

modified in accordance with our socie tal/ Ethiopian values and cultura l context 

The collection of data for the main study shortly folio"wed a nd was conducted in 

two phases: the first phase included letter of permissions/ personalized forms 

[information sheet and an informed consent form s (Append ices 3.1 and 3.2 

respectively]; the second phase was administration of the four types of 

questionnaires [Appendices 4, 5, 6, and 71 respectively, as it m e ntioned earlier. 

Pre-test 

The MPOC and CSQ measures are the establis hed instruments, a lthough they 

are new ones. Pre-teSts have been conducted with s imilar populations by the 

developers of the tools a t several Ch ildren's Treatment Centres . In the case of 

the present s tudy, the pre-test was not feas ible for the same rea so!, mentioned 

at the beginning of this section. 

Data Collection : The Measure of Processes of Care (MPOC) 

Questionnaire, the Measure of Satisfaction/ Client Satisfaction Questionnaire 

(CSQ-8), a Single Question on Goal Achievement and a Child and Family 

Background Form were a dministered to 8 1 sample respondents out of the total 

Cheshire Services Ethiopia-CBR program caseload, excluding the fo llow-up 

progra m and the waiting lis t . The package contained the information sheet- a 

letter explaining the purpose of the research and consent forms (Appendices 3.1 

and 3.2), the four forms (Appendices: 4, 5, 6 and 7). The MPOC, CSQ-8 and 

Question on Goal Achievement are the constructed, self-administered 

questionnaires. The participants were asked to analyze each close-ended 
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question and respond to a statement regarding their expenences at the 

Cheshire Services Ethiopia _ CBR/Treatment Centre's program. The completed 

questionnaires were numbered, the responses were coded, and the data were 

keyed in the SPSS Computer program (Norusis, 1990) for descriptive analysis. 

Data Analysis 

Three hierarchical multiple regression analysis (MRAs) were genera ted, one for 

each of the corresponding 5 MPOC scales ("Enabling a nd Partnership", 

"Respectful and Supportive Care", "Coordinated and Comprehensive Care for 

the Child and Family", "Providing General Information" and "Providing Specific 

Information about the Child") a nd the CSQ-8 and the Single Goal Achievement 

Question scales. For each a n alysis, the independent variables were entered 

into the regression equ ations in the following order: MPOC, between ... CSQ-8, 

a nd Question on Goal Achievement. 

The alpha level of s ignificance testing was set at 0.10 to decrease the potential 

of Type II error. There is a high probability of a type II erro~ in exploratory 

studies, such a s th is survey study, that examine scores on rating scale for 

attitudes and perceptions. To test the other hypotheses and to help explain the 

findings of the regression a nalyses, relationships among the independent 

variables and between the independent variables and the dependent variable 

were analyzed using the Pearson Product-Moment Correlation Coefficient. 

That is, Pearson Product-Moment Correlation Coefficients were calculated to 

look at the relationships among the scores obtained on the 5 MPO C scales, the 

CSQ and question on goal achievement. 

The SPSS progra m (Norusis, 1990) was used to organize, manage , and an a lyze 

the da ta collected. Data were presented and analyzed u s ing 65 columns for 

each of the items on the three types of questionna ires, excluding the family and 

child background form and 79 rows for the study population. Five additional 
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columns were created for the MPOC consisted of 5 scales: Enabling and 

Partnership, Providing General Information, Providing Specific Information 

a bout the Child, Coordinated and Comprehensive Ca re for the Child and the 

Family and Respectful and Supportive Care. Each scale was summed and then 

a veraged to provide a scale score. 

Mean score s , ranges and standard deviations were calculated for each of the 

five scales of the MPOC. For the CSQ-8, a total inean score and standard 

devia tion were obtained. A s ingle score was obtained for question on goal 

achievement. The mean valu e for the entire sample was calculated for the s ingle 

question on goal achievem ent. Thematic analysis was conducted on the 

comments that were made by the pa rents on the MPOC and CSQ-8. It is to 

mean that comments were clustered into s imilar topic a reas and then grouped 

into themes 

Several items were inverted a nd recorded a fter the data was entered to 

establish item consistency within scales. Data for these analyses we re gathered 

from re turned MPOC, CSQ-8 and the s ingle question on goal achievement 

questionnaires (Appendices: 5, 6, and 7) and the demograph ic information 

(Appendix 4) administe red together with these questionnaires. 

3.5 Ethical Review Procedures 

Informed Consent 

A cover letter [information sheet and consent forms (Appendices 3.1 and 3.2) 

was included in the package contains questionnaires, explaining the purpose of 

the research, and what the research er intends to do with the responses. A 

statement was included; informing the respondents that participation IS 

completely voluntary and anonymous. Parents were advised that failure to 

participate in no way would affect the child's involvement with the CBR center's 

programs. 
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Confidentiality / Anonymity 

Records from this study would be kept confidential. No na mes or other 

identifying information was requested on the questionnaires /forms . All data 

would be stored in a secure location. Any report published about this study 

would not identify the child or his/her family by name. Th e staff (social 

workers, teams and other caregivers) of the CBR did not have access to the 

original responses, in order to preserve anonymity. 

Risks and Benefits to the Participants 

Some parents expressed fru stration to the researcher for recelvmg the 

questionnaires due to stress and lack of time to complete it. The participants 

had an opportunity to provide feedback on a program that they are involved 

with. Any feedback will help to shape future services to a more desirable 

direction, from a consumer's point of view. 

Similarly, the agency (service provider) cooperating with this research project 

gained valuable information on how the services that it provid~s are perceived 

by the families receiving them. 

Process of Dissemination of Research Results 

The participants were informed in the cover letter of the package that a 

summary of the survey and the results will be given to the Cheshire Services 

Ethiopia-CBR Centre which is mailed to a ll clients. A copy of the completed 

research will be placed in the Cheshire Services Ethiopia -CBR Centre's library. 

The results will be shared with the Cheshire Chief Executive Officer and a 

report will be available for the Board of Directors and the Family Advisory 

Committee of the centre . The findings will be discussed at a Clinical (Socia l 

Workers) Services Meeting (attended by the CSE- CBR staff). The findin gs will 

a lso be shared with the Research Unit of Cheshire Services Ethiopia- CBR 

Centre. 

- 56 -



CHAPTER FOUR 

4. Results 

4.1 Child and Family Background 

Child and fam ily background information was collected with a demogra phic 

form th at was administered to each fami ly with th e MPOC a nd the CSQ forms 

of the survey . The data were cod ed and univariate analyses were conducted to 

describe the data. 

Table 1 

Characteristics of the Child with Special Needs 

Age in years 

Mean Minimum 

4. 16 

Age Distribution 
0-23 month s (less th an 2 years) 
24-47 month s. (2& 3 year-aids) 
48-7 1 months. (4&5 year-aids) 
72-95 months. (6 &7 year-aids) 
96 • mon ths ( 8 year-aids & u p) 

Gender 
Male 
Female 

Primary Diagnosis 
Mentally Ch allen ged 
Motor Developmental Delays 
Multiple Disability 
Physical Disability 
Visu al Impairmen t 
Hearing Impairment 

Other Special Needs 
Yes 
No 

l.75 
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Maximum 

13 .75 

n 
13 
26 
26 
10 
4 
79 

48 
31 
79 

25 
36 
6 
4 
2 
6 
79 

28 
51 
79 

SO 

2 .28 

% 
16.46 
32.91 
32 .9 1 
12.66 
5.06 
100.00 

60 .76 
39.24 
100.00 

3 1.64 
45.57 
7.60 
5.06 
2.53 
7 .60 
100.00 

35.44 
64.56 
100.00 



Table 1, summarizes age, gender, primary diagnosis, and the frequency of other 

special needs in addition to the primary medical diagno s is, in children on the 

Cheshire CBR program. The age ranged from twenty one m onths to thirteen 

years and nine months (SO;2.28). The average age of the child was four years 
~ 

and two months (4 years and 2 months). However, a closer scrutiny reveals that 

the majority (65.82%) of the children were between the ages of 24 month s and 

71 month s (two to five years). There were more boys (60.76%) than girls 

(39.24%) represented in this sample. A number of categories of primary 

diagnoses were identified. The la rgest category was motor d isorders /motor 

developmental delays (45.57%) These were conditions specified in the child and 

family background form; the next most frequently mentioned primary diagnoses 

were mentally challenged/mental retardation (3l.64%), followed by multiple 

disability, and hearing impairment with equal percentage (7 .60%). In addition 

to the primary diagnosis, other specia l needs were reported in 28 (35.44%) of 

the cases . In many cases, a child h as a specific diagnosis, such as cerebral 

pa lsy which is the reason for the initial referral to the Centre. However, 

frequently, other special needs emerge, such as brain tumour, autism, 

orthopaedic problems or challenges with communication. 

The families' involvement with the CBR is summarized on Table 2.' The 

frequency of interaction ranged from weekly to monthly vis its. The greatest 

number of respondents (83.54%) had weekly contact with the Center 's CBR 

staff/ social workers. The second and last la rgest group consists of those with 

monthly contact (16.46%). 

The majority (50.63%) of the respondents had been involved with centre/CBR 

for two or m ore years. The second la rgest group (22 .79%) reported a n 

involvement between one year and two years . 



The families received a number of services at the time of survey. Phys iotherapy 

(65.82%), occu pational therapy (64.56%), seating/mobili ty (60.76%), and social 

work / family service coordina tion (55 .70%) were most frequently repor ted, 

followed by p rogra m assistance/aide (40.5 1%). The average number of services 

received at on e time was 2.80 , ra nging from non e (0) to seven (7) with SO= 1. 99. 

Table 2 

Involveme nt with the CBR 

Frequency of Visits n % 

Weekly 66 83.54 

Monthly 13 16.46 

4 times a year 0 0.00 

2 t imes a year 0 0.00 

Once a year 0 0.00 

less than once a year 0 0.00 

79 100.00 

Length of Involvement 

less than 6 months 7 8.86 

6 months to one year 14 17.72 

one year to 2 years 18 22.79 

2 years or m ore 40 50.63 

79 100.00 

Services Received 

Occupational therapy 5 1 64.56 

Physiotherapy 52 65.82 

Social work 44 55 .70 

Augmentative Commu n ication 9 11.39 

Seating/Mobili ty 48 60.76 

psychological consu ltation 4 5.06 

Program Assistan t 32 40.5 1 

parent Group 18 22.78 

Other 8 10. 13 

Number of Services Received at the time of Survey 

Mean 

2.80 

Minimum 

0 .00 

Maximum 

7 .00 
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SD 

1.99 
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The majority of the respondents (74 .69%) identified themselves as the main 

care / service coordinator of the services that thei r child receives (Table 3). The 

s pouse (husband /wife) was identified (20.25%) of the time as the care 

coordinator. Other care coordina tors were followed by (5.06%) of the time. 

Table 3 

Coordinator of Services 

n % 

Self 59 74.69 

Centre Fa mily Service Coordina tor 0 0.00 

Community a dvocate 0 0.00 

Nobody 0 0.00 

Spouse 16 20.25 

Other Centre Staff 0 0.00 

Other 4 5.06 

79 100.00 

Amharic was identified as the la nguage spoken by most a t home in 40 (50. 63%) 

cases, Afan Oromo 23 (29.12%), Tigrigna 7 (8. 86%) a nd a nother la nguage in 9 

(11. 39%) cases. 

The number of siblings of the child with special need s ranged from none to nine 

(Mea n = 1.13, SD= 1.20). 

Of the total responses (n=79) , 6 1 (77.22%) were from two- parent families and 

18(22 .78%) were from s ingle- parent families . 

As shown in Table 4, most of the responses were completed by both natural 

mother and father (74.68%). The table shows the total number of responses per 

category as well as percentage of total responses . The second largest number of 

responses was completed by natura l mothers (1 6 .45%). In four cases a na tural 
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father fi lled out the questionnaire (5.06%). Other respondents included foster 

mother, adoptive mother, and foster mother a nd foster father jointly. 

Table 4 

Respondents' Relation§ hip with Child 

Natural mother 

Natural mother and Father 

Natural father 

Foster mother 

Adoptive mother 

Foster mother a nd Father 

n % 

13 

59 

4 

1 

1 

1 

16.45 

74.68 

5.06 

1.27 

1. 27 

1.27 

79 100.00 

The educational level obtained by m othe rs in the fam ilies who res ponded to the 

survey is summarized in Table 5. Th e majority (61.33%) had grades one to eight 

educationa l level, the second largest group (20.00%) being th ose who had 

grades nine to twelve educational level. Eleven (14 .67%) respdndents mothers 

did not have any forma l education and the questionnaire was completed with 

the help of other fa mily members those who have formal education , through 

translation (reading) to them. 
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Table 5 

Mothers' Education: Highest Level Completed 

n % 

No form a l edu cation 11 14.67 

Grade 1-8 46 61.33 

Grade 9- 12 15 20.00 

High School 0 0.00 

College/Commercia l schoo l 3 4.00 

Unive rs ity degree 0 0.00 

Above University degree 0 0.00 

79 100.00 

As summarized in Table 6, 50.77% of the fathe r s in the families who completed 

th e questionnaires had grades one to eight. The second la rgest group was 

comprised of fathers who had completed grades nine to twelve (29.23%). 

Table 6 

Fathers' Education : Highest Level Completed 

n % 

No formal education 5 7.69 

Grade 1-8 33 50.77 

Grade 9-12 19 29.23 

High School 0 0.00 

Colleges / Commercial school 6 9 .23 

University Degree 2 3.08 

Above Unive rsity degree 0 0.00 

65 100.00 

The respondents ' educational level is summarized separately in Ta ble 7. The 

majority of respondents have grades one to eigh t level of education (58 .23%) , 

followed by grades nine to twelve level of education (24.05%) a nd no formal 

education (11.39%). 
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Table 7 

Respondents' Education: Highest Level Completed 

n % 

No formal education 9 11.39 

Grade 1-8 46 58.23 

Grade 9-12 19 24.05 

High School 0 0.00 

College / Commercial school 4 5.06 

University Degree 1 1.27 

Above University degree 0 0.00 

79 100.00 

In terms of family income , the majority (92.41 %) of the respondents were not 

employed outside the home. The rest (7.59%) reported as being employed at the 

time of the survey. 

, 
Of the respondents' spouses, most (88.81%) were not employed, (84.81 %) were 

not working at the time of the survey, (18. 99%) were marked as not a pplicable 

(single parent household) .. 

4.2 Scale Scores 

4.2.1 The Measure of Processes of Care (MPOC) 

Following the techniques that the MPOC developers (King, Rosenbaum & King, 

1995) used, the score~ on the five sCf!.les of MPOC questionnaire were 

calculated by averaging the valid scores of the items on each scale. The results 

are listed in Table 8. 
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Table 8 

The 5 MPOC Scale S c ores 

Scale Mean SD Min Max Range n Within 

one SD 

Enablement and partners:1ip 6. 04 0.92 3.44 7.00 3.56 75 5. 12-6.96 

Providing General Information 5.03 1.56 1.00 7.00 6.00 65 3.47-6.59 

Providing Specific information 

about the Ch ild 5.97 0.97 3.00 7.00 4.00 7 1 5 .00-6.94 

Coordinated and com prehensive 6. 02 0.87 3.24 7 .00 3 .76 75 5.15-6.89 
Care 

Respectful and Supportive Care 6.28 0.69 3.89 7.00 3. 11 77 5.59-6.97 

A score of four (4) on the MPOC indicates th a t services a re provided in a fam ily­

centered ma nner "som e times", as related to a s pecific scale score. Mean scores 

greater than four (4) signify "more than som etimes" , with a m ean scale score of 

seven (7) indicating that the respondents fe lt that services were provided in a 

fa mily- cen tered manner "to a great extent" (Law, Brown , Ba rnes, King, 

Rosenbaum & King, 1997). S imilarly, a nything below the score four (4) , can be 

interpreted as "less tha n sometimes" . A mean score of one (1) indicates that 

servICes are "never" p rovided in a m anner consistent with the family-centered 

principles. 

The mean, the standard deviation a nd the ra nge of scores were calculated to 

describe the va riability in responses. In addition, the data were examined III 

terms of the ra n ge of values for each scale score within one standard deviation . 

This was done to look at the a mount of variation in th e majori ty of the 

responses (1 SO = 68% of scores) in each scale score, a nd to compare the range 

of responses between the five scale scores. A bar chart was created for each of 

the 5 MPOC scales (see figures 1-5, p .65-69) from (Ta ble 10, Appendix- 9) 

which was created for th is purpose. For the visua l presenta tion of the scale 

scores , the values for each score were collapsed as follows: a ll the values from 

1.00 to l. 99 in one category/ interval, 2 .00 to 2 .99 in the n ext category/ interva l 

up to 7.00 with s imilar increments. 
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Enabling and Partnership 

The mean scale score for the Enabling and Partnership scale was 6.04 ranging 

from 3.44 to 7.00 (80= 0.92). The values within one standard deviation ranged 

between, 5.12 to 6.96, The majority (40) of the scores on this scale were 

clustered between 6 .00 and 6.99 (Figure 1). 
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Figure 1 
Enabli ng and Partnership 
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Providing General Information 

The providing Genera l In formation m ean scale score was 5.03, with a range 

from 1.00 to 7.00 (SD = 1.56). The scores ra nged from 3.47 to 6.59 within one 

s ta nda rd deviation from the m ean score. This scale score h ad the widest range 

of va lues but a lso the largest number of miss ing values (14), n= 65 (Figure 2). 

Figure 2 
Providing Ge neral Information 
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Providing Specific Information on the Child 

The values on the Providing Specific Information about the Child scale ranged 

from 3.00 to 7.00 (SD= 0.97), with a m ean scale score of 5 .97 . The range of 

values within one standa rd deviation is from 5.00 to 6 .94. Thirty one (3 1) 

scores are clustered between 6.00 and 6.99 , with an even di s tribution of scores, 

14 in each, in the 5 .00 to 5.99 a nd 7.00 categories / interva ls (Figure 3). 

Figure 3 
Providing Specific Information About the Child 
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Coordinated and Comprehensive Care 

Th e Coordinated and Comprehensive Care scale has a ra nge of 3.24 to 7 .00 

(80= 0 .87), with a mea n ~cale score of 6.02. The scores within one standard 

deviation range from 5.15 to 6.89. The narrow range is ·evident in figure 4 , with 

the larges t cluster of scores (37 ) in the 6.00 to 6.99 category/ interva l. 

Figure 4 
Providing Coo rdinated and Comprehewilsive Care for the Child and Family 
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Respectful and Supportive Care 

The Respectful and Supportive Care Scale has a range of 3.89 to 7.00 (SO = 

0.69), with a mean scale score of 6.28. The scores ranged from 5.59 to 6.97 

within one standard deviation. Forty one (41) scores are found in the 6.00 to 

6.99 category/interval, 18 scores fall in the 5 .00 to 5:99 category/ interval and 

15 scores in the 7.00 category/ interval (Figure 5). 

Figure 5 
Respectful and Supportive Care 
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The greatest amount of variability was detected on Providing General 

Information (Table 8, p. 61), with a range of 6.00 and va lues ranging between 

l.00 and 7.00. While the scores within one standard deviation ranged between 

3.47 and 6 .59, a full range of scores were recorded (Figure 2). The Respectful 

and Supportive Care Scale has the least amount of variability with a range of 

3.1 1, and values ranging between 3.89 and 7 .00. The clustering of values in the 
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higher end of the scale on a ll the five MPOC scales IS eviden t m the visu a l 

, presenta tion of the scales (Figures 1-5). 

The Respectful a nd Supportive Care scale has the la rges t num ber of valid 

respon ses (n~77), followed by the Coordinated and Comprehensive Care scale 

a nd Ena bling an d Partnership scale (both have n ~ 75). The Providing Genera l 

Information scale has the largest number of mi ssing values 114), with n~65 

(Table 8). 

4.2.2 The Measure o f Satisfaction/Client Satisfaction Questionnaire 

A m ean score of 3 .52 (SD~0.44) was obtained on the CSQ indicating high 

parental satisfaction with the progra m. Mean s scores ranged from 2. 13 to 4. 00 

on the 4- point scale indicating tha t m ost parents were generally satis fied with 

the program. It is a lso interesting to note that even though the parents ra ted 

Providing General a nd Specific Information lower on the MPO C, they were sti ll 

very satis fi ed with the care they had received. 

Focus groups we re conducted with parents to determine conte nt validity using 

consen sus methodology. Concurrent validity was determined by 2 correla tion 

a n a lyses as noted by (La r sen et al,. 1979): (1) the association between· M POC 

scores a nd scores from the Client Satis fac tion Questionnai re , a n - 8 item , 

satisfaction scale with a summated score (Pearson r~ 0.46 to r ~ 0 .77 across 

the 5 MPOC scales [n ~ 79 )), and (2) the association be tween MPOC scores and 

the s ingle item / question on goal achievement measure (Pearson r ~ 0. 37 to r ~ 

0 .59 across the 5 MPOC scales [n~ 79] as indicated below. 

Correlation between MPOC and CSQ 

The mean scores obtained on each of the five scales of the MPOC were 

correla ted with the mean score obtained on the CSQ. The corre lation 
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coefficients ranged from 0.46 to 0 .77 (Table 9) and were all statistically 

s ignificant. The highest correlation coefficient was between satisfaction a nd the 

MPOC scale, Providing Specific Information . The lowest correlation coefficient 

was between satisfaction a nd the MPOC scale, Providing Genera l Information. 

The results indicate that the MPOC scales correlate positively with the CSQ. 

That is, pa rental perceptions of care received during a ttending the CBR 

progra m a re positively related to parenta l satisfaction. with the CBR program. 

4.2.3 Question on Goal Achievement 

This question had a mean value of 5.12 (SO=0 .97) . A value of 5 indicates that 

parents, on average , perceived "quite a few" of their goals as being m et during 

the program. This question had a wide ra nge of scores from 3 indicating that 

"few" goals were met to 7 referring to "all" goals being met. 

Correlation between MPOC and Question on Goal Achievement 

When the mean scores obtained on the five scales of the MPOC, were corre la ted 

with the mean score obtained on th e single goal achievem ent question (Table 9), 

correla tion coeffic ients ra n ged from 0.37 to 0.59. Only the General Information 

su b-scale of the MPOC failed to correla te with the s ingle goal achievement 

question at a statistically significant level. Overa ll , there seems to be a pos itive 

relation ship between parental perceptions of care and parenta l perceptions of 

goal achievement with the CBR progra m. 
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Table 9: Correlation Analysis between Mean Scores of the five Scales of the MPOC, 

the Mean Score of the CSQ , and the Mean Score of the Single Goal Achievement 

Question 

Enabling Providing Providing Coordinated The The CSQ The single 
and Ge neral Specific and respectful Question 

partnership lnformation Information comprehens ive and on Goal 
care supportive Ac hievement 

care 

Enablement and ... 0.71 *** 0.77* ** 0.9 1*** 0.86*** 0 .7 1*** 0.59** 
partnership 
Provid ing General ... 0.61 ** 0.71*** 0.51 ** 0.46' 0. 37 
Information 
Providing Specific ... 0.75*** 0.57** 0.77'" 0.51 * 
Information 
Coordina ted and ... 0.85*** 0.65*** 0.55** 
Comprehensive 
Care 
Respectful and 0.64 " 0. 55** ... 
Supportive ca re 
The CSQ ... 0.78*** 
The Single ... 
Question on 
achievement Goal 

Note: *** p< 0 .001 , **p < O.Ol , * p <0. 05 

4.3 Comments by Parents 

Majority of the re spondent paren ts included comments about their perspectives 

of the care they received and 52% of parents made comments in a space 

provided at the end of the question naires. Even though, severa l themes 

emerged as a result of a review of these comments, using thematic analys is the 

themes emerged (the comments) could be divided in the following three 

categories: 

(1) favorable comments about the Centre jCBR in gen era l, th e qualities of the 

staff(social workers), and specific services; (2) comments reflecting displeasure 

with the Centre jCBR on a persona l level or with staff issues, a nd more general 

comments; and (3) gen era l comm ents about the level of services, the 

questionnai res, and oth er service providers associa ted with the CentrejCBR. 
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1. Favorable Comments 

These comments ge nerally applaud the existen ce of the Centre/CBR, indicating 

that the Centre/CBR should be proud of what it offers to the community. A 

m ajority of parents were generally pleased with their interaction with the CBR 

staff (social workers), and found them to be h elpfur, knowledgeable, pos itive, 

and good communicators; they fe lt comfortable attending a ppointments and 

overall the comments re l1ect positive expe riences with the CBR and the staff. 

Nearly h a lf 49.37% of the parents in this study, also indicated that the sta ff 

(socia l workers) used family- centered care (behaviors) a majority of the time 

when providing early intervention services to their children. Several comments 

express satisfaction with specific services. Physiotherapy, occupational therapy, 

social work/family service coordination, program assistance, and care 

coordination are s pecifically mentioned. Special attention given by the CBR 

staff or social workers to parents / fa milie s during a n especia lly stressful time 

was mentioned by several pa rents. 

2. Comments Reflecting Displeasure with Aspects of Care 

A second theme was tha t parents wished the CBR program could be longe r. 

Thirty-two percent (32%) of the pa rents reported that they wanted more time to 

train, learn and practice on the various care-prevention, remediation and 

intervention / rehabilitation strategies. They commented that they were just 

beginning to tra in , learn and understand a nd then the program ended without 

further and they expressed their fea r that this condition might be a risk for 

their children with disability. 

On a personal level, comments from parents rel1ect feelin gs of be ing left out of 

decision-making, not being appreciated as someone who has valid comments 

about the care of the child, and feelings of inferiority in the presence of 

professionals, specifically supportive staff such as health care professionals 

who had involved directly or indirectly with their child care. Other comments 

address issues of staff competence, such as perceived lack of knowledge of a 



specific condition or fai lure to provide pe rtinent information to a parcnt. Other 

com m ents rcflect some issues in the quality of th e working relationship 

belween a parent and a specific profess ional. 

Other comments deal with the services provided by the CDR and health care 

centre in general. Twenty-eight percent (28%) of the parents commented on the 

assessmen t , intervention and treatment waiting lists a nd h igh caseload 

numbers, which a ffec L timely service prov is ion and treaLment foll o\':-up and 

avaiiabi: jty of [hc professionals/ CBR workers . 

3 . Ge neral Comments 

The majori ty of cases, 47 (59.49%) m th is survey study we re com mented as 

they encountered marital problems . As they were expressed, this is con sidered 

to be due to the additional demands of caring for a child with a handicap, 

though seve ral other related factors may be involved. Spouses may disagree 

about the child's care or treatment and have insufficient time to resolve their 

conflicts . Severa l studies h a ve als u investigated the prevalence of nega tive 

effec ts on the marital relationship resulting from parentin& a child with 

disabilities. For example, Max (1985) in Sharon and Roy (1992) noted th at 

many parents of children with disa bilities are reported to experience marital 

difficulties. 

In addition, some of the respondent parents a lso reported that as the socia l 

life of their fami lies tends to be restricted; as their families have to meet 

additi onal expenses (as a result their income reduced / deteriorated from time 

to time) ; as they do n ot received the benefits to which they are entitled . These 

issues a lso have been stressed by several professionals as fo llows: The social 

life such as family activities, leisure activi ties of many families with members 

who h ave disabilities tends to be restricted (Lonsdale, 1978 cited in Sharon & 

Roy, 1992). Families with children who h ave disabilities have to meet additional 

expenses (Lonsdale , 1978 and Murphy, 1982 c ited in Sharon and Roy 1991). 
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These are most often for medical care, clothing and transport. The family's 

income may be reduced since one pa rent (more specifically, mothers) is 

prevented from going out to work because of the daily care requirements of the 

child with disability. Most countries have va rious financial benefits avai lable to 

assist such families. However, this survey study showed that many parents in 

our country do not receive the benefits to whic h they are entitled as stressed by 

Hornby (1987) in Sharon a nd Roy (1992). Professionals must therefore, convey 

to parents by every means possible information a bout the be nefits and services 

for which they are eligible. 

Some responses contained specific comments about the questionna ires. 

Comments included reference to the fact that the instructions were clear and 

that the questions covered all areas of care. Some parents had not a more 

difficult time filling out the questionnaires a s many areas applied to their 

situation , especially 111 cases where they did feel that their child had special 

needs. 

In three cases parents felt that it was important to co:nment on the 

colla borative activities of the Cheshire Services Ethiopia-CBR, Health Care 

Centres including Black Lion, other children care centers and other agencies or 

individuals, including the - society of Addis Ababa (community members), the 

fa mily centre and the family physician. 
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CHAPTER FIVE 

5. Discussion, Summary and Conclusions 

5.1 Discussion 

In general, the results confirm that the respondents' perceptions of the services 

a re congruent with the service philosophy of the Cheshire Services Ethiopia 

(Cheshire Home) -CBR for children with disabilities. The agency bases its service 

philosophy 011 family-centered intervention principles and a care coordination 

model. The families who responded to the survey indicate that the services are 

being provided in a family centered manner. However, it is not possible to 

simply conclude that the center's Family-Centered Intervention/Care 

coordination model was the leading factor to which the high scale scores can be 

attributed. Factors challenging and supporting the findings are discussed 

below. 

5.1.1 Response Rate 

It is known from the literature that parents of children with disabilities, more 

specifically, those with Icing-term health care needs are typically difficult to 

engage as participants to research (Marchenko & Smith, 1992; Nelson, Ruch, 

Jackson, Bloom, & Part, 1992). With that in mind, the response rate warrants 

some discussion. 

All survey packages/ questionnaires were returned immediately, within 2 hours 

time interval, after administration and the response rate was 100%. 

In evaluating other studies done on the topic of children with disabilities or 

chronic illness, researchers have favored designs and methodologies that allow 

small sample sizes, possibly participants. In their study, Marchenko and Smith 
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(1992) interviewed 32 mothers of children with both a developmental 

disabilities a nd chronic illness to study and formulate a fa mily-centered 

intervention and care coordination model. Nelson et a l. (1992) enrolled families 

of 42 children with developmental disabilities and chronic illness to study and 

formulate a family -centered intervention and care coordination model. Nelson 

et al. (1992) were able to engage ten families of adolescents with physical 

disabilities to study the family -dynamics and needs of the physically disabled 

and non-disa bled offspring. 

In developing the MPOC questionnaire, King et al. (199 5 ) were able to engage 

forty parents from two children's treatment centres for the pretest. King, 

Rosenbaum and King (1995) also sampled parents from thirteen treatment 

centre for the pilot-test of MPOC. The response rate for the convenience sample 

was excellent, at 74.8% (n~ 653). The response rate was also quite good at 

62.3% for a field-testing sample examining some aspects of reliability and 

validity. These MPOC data were collected using an interview format/method. 

[t is important to evaluate the possible bias introduced to the results due to 

response selectivity. People who have good literacy skills are more . likely to 

respond to written surveys; The MPOC questionnaire is rated at grade 8 reading 

level (King, Rosenbaum & King, 1995) whereas the CSQ-8 questionnaire is 

rated at grade 7 reading level (Larsen et aI., 1979). The majority of the parents 

who responded to the survey in the present study have an educational level less 

than grade nine (69.62%). The largest category (58.23%) of the respondents 

have grades one to eight / e lementary school level of education, followed some 

high school/grades nine to twelve educational level (24.05%) and have no 

schooling /have no formal education (11.39%) (Table 7) . 

The returns did not include two incomplete questionnaires, suggesting that the 

instrument was acceptable to the respondents in its length and clarity. 
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It is a nticipated that the level of interest that people h ave on the topic of the 

survey will inf1uence the response rate (Fowler, 1993; Weisberg & Bowen, 

1977). It is possible that the 2 families, who chose not to respond, do not see 

the Cheshire Services Ethiopia-CBR for children with disabilities- as a very 

integral part of their life. It is also possible that they may not find the services 

that they receive from the CBR particularly helpful or a necessary pa rt of their 

lives . On the other hand, it is also possible that if. people have no concerns 

regarding the services, they do not see a need to respond. 

5.1.2 Demographic Data 

The Child and Family Background Form provides comprehensive information 

on the characteristics of the child, the family structure, educational level of the 

family, level of coordination/ decision-making/ control over the services they and 

their children received, the frequency and length of involvement with the CSE­

CBR, and the type of services received from thc CSE-CBR Centrc by thc 

respondents and their child. 

The age range of the children was greater than initially anticipated (1 year and 

9 months to 13 years and-9 months). Typically, children over 6 years of age are 

served through the Community Care Access Centre Sponsored School-Health 

Support Services in their school setting. Some older clients may be served by 

~ some professionals other than the staff (social workers) from the Cheshire 

CBR Centre , usually through an individual agreement between the parents and 

tEe professionals in their health care and schooling. This in itself signals a 

certain amount of f1exibility within the program and sensitivity to individual 

client needs. The data from families with the older children were included in the 

research because it was felt that they met the criteria for selection for th e 

survey by receiving services from the CBR on the home-based program. 

However, most of the children were between 24 months and 5 years and 11 

J-- 'f ef1-rJ 
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months, which is well within the age range of children who typica lly receive 

home-based services from the CBR program. The mean age (Mean=4.16 years) 

was elevated due to the older children (Table 1). 

More than half (60.76°,(0) of the children were males. Jackson, Finkler and 

Robinson (1992) similarly note the over-representation of male infants in some 

research projects involving infants with disabilities, suggesting increased 

developmental vulnerability of boys. It is beyond the scope of this study to 

explore gender distribution in relation to the results. 

The primary diagnoses identified by the parents reflect the growing diversity of 

the clientele of the Cheshire Services Ethiopia-CBR projects/program. In the 

past, a typical client may have been a child with a primarily physical disability. 

Today, a wide range of needs are being served, including children with multiple 

disabilities, pervasive developmental disorders, and undiagnosed conditions. 

About 35% of the respondents identified other special needs for their children , 

in addition to the primary diagnosis. This constitutes a certain 'stress factor for 

the family, with increased treatment and service coordination needs (Bernier, 

1990; Peckham, 1991). 

More than three-fourth (83.54%) of the parents who responded to the four types 

of questionnaires have frequen t contact (weekly) with the CBR staff (social 

workers) (Table 2). A small number of families (n=13 or 16.46%) noted that they 

were visited by the CBR staff (social workers) monthly. Since the CBR social 

workers had been to their home for home-based services (rehabilitation), within 

the past year, their responses were a lso valuable and included. The Cheshire 

CBR program's least frequent visit schedule is an annual recall assessment 

even though it was not presented in this table, as commented by some parents. 

However, occasionally due to scheduling difficulties, more than twelve months 

wi ll elapse between visits" 
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There seems to be a core group of parents who were visited by the CBR s taff 

(socia l workers) on a weekly basis . The second largest groups of respondents 

have monthly contact with the staff. The frequency of visits tends to be linked 

to severity of disa bility and the number of services received. Children who have 

multiple disabilities or relatively severe disabilities re~eive a greater number of 

services, and at a greater frequency (less than once a week) than children with 

milder disabilities. Proper coordination of services become s important with the 

greater number of contacts a t the home-based interve ntion and in the 

community . 

Just over half of the respondents (50.63%) have been involved with the CBR 

(home- based intervention) for two or more year s-more specifically, four years of 

involvement on the average. Over 70% have an involvement of one year or more. 

Seven (8 .86%) parents reported an involvement of less than six months. S ince 

the intake protocol is quite intensive, with a pre-assessment visit from the 

Family Service Coordina tor, a n assessment and the establishment of a care 

plan within six weeks of referral , responses from parents Wf,1O had recently 

become involved with the CBR provide valid information on the process . 

In general, parents who ' have more frequent contact with the CBR were 

represented in much greater numbers than those parents who have less 

contact with the CBR. However, there may be some proportion of non ­

respondents who a lso h ave frequent con tact with the CBR, and may have very 

different responses from the ones who chose to respond. 

The core therapy services provided by the CBR staff were rated as those most 

frequently received by the children. In that sense, the respondents were families 

who received the typica l servIces offered by the CBR program. The most often 

mentioned servIces include physiotherapy, occupational therapy, 

seating/mobility, social work/family servIce coordination, and program 

assistance/ aide in descen'ding order. 

- 80 -



A considerable range of services being received, by the familie s , (0-7, Ta ble 2). 

On average, a child received three different interventions at one time. Children 

who did not receive any services at the time of the survey were possibly on a 

servIce break, or received services less frequently than some of the regular 

clients. Some children were visited by CBR staff [team coordinators) once, 

twice, or four times a year for a recall assessment but they do not require 

interventions in between th e vis its . 

It was interesting to note that the majority (74.69%) of the pa rents considered 

themselves as the care coordinator. The service/ care coordinated by the spouse 

was listed as the second la rgest group (20 .25%) (Table 3). The fact that the 

fami lies reported a number of different care coordinators suggests that the 

system allows parents to engage a service coordinator who is suitable to their 

par ticula r needs and with whom the parents are comfortable. 

Little variability was detected in langu age spoken at home. Most people were 

Amharic speaking (50.63%). About 29.12% li sted Afan Oromo, 8 .86% Tigrigna 

and 11.39% another as the language spoken at home . The size of the family 

varied from a small nuclear family (the child a nd one -or two-parents) to a large 

family with many siblings; Family size influences the availability of resources, 

such as finances and time, and the parents' ability to manage the resources 

(Bernier, 1990). 

The majority of the respondents reported that both parents (two-parent family) 

were not employed a t the time of the survey. 

Based on the data, the characteristics of the respondents could be summarized 

as follows: the family would have one or more children. The child with special 

needs would be approximately 4 years old and would receive 3 different 

interventions from the Cheshire CBR program. The family would have been 

involved with the CBR for at least 6 months. The parents, more specifically, the 

mothers would be the primary coordinator of the services and resources . She 
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could be expected to h ave at least a basic education, and work outs ide the 

home fu ll or part-time. 

Even though the response rate was very high (100%), it is not possible to 

conclude that the responses a re representative of the survey population. 

However, there a re a number of character istics comrnon to the population and 

th e respondents that support the validity of the responses . For example , the 

majori ty of the children fa ll between th e ages of two years and five years a nd 

eleven months. This is, the typicC\1 age of children involved with the Chesh ire 

CBR. Also, the primary diagnoses of the children seen in the Cheshire CBR 

cen tre are compatible with the survey data. Of the total caseload, nearly half of 

the children are referred due to motor developmental delays/ motor disorders. 

A number of these children later receive a diagnosis of cerebra l palsy and / or 

spIna bifida (hydroceph a lus). These categories are con gruent with the 

responses obtained from the respondents (Table 1). 

It is a lso noteworthy that th e data summarizing the families' involvement with 

the CBR reflect the core services offered, namely, various therapy services 

(physiotherapy, occupational therapy, and seating/ mobility) and social 

work/family services coorC\ination. Of the total caseload, three-fourth a re seen 

on all. active basis (once a week), one-fourth on a consult bas is (once a month 

or less than once a month depending on the s itua tion of a case) a nd the others 

a re seen only for check-ups (once, twice or four times a year), though the last 

one was not present in Table2 (Personal Communication, Health Information 

Services, Cheshire Services Ethiopia-CBR for Children with Disabilities, March 

2007). The results indicate that five times more responses were received from 

families whose children are seen on a ll. active basis than from th ose of a consult 

basis. 

Finally, th e respondents ' residence is comparable to th at of the popUla tion . 

Most families reside in Addis Aba ba. , 
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The n on -respondents whose li teracy level is lower/higher than those who 

responded are an issue of concern. As discussed above, even though a n 

interview format/method te nd s to generate responses from highly educated 

individua ls, th is seems to be not the case in this research, as the re sponses 

rate was highly satisfactory (100%). 

5.1.3 Family-Centered Care / Intervention Practices-Scale Score Results 

5.1.3.1 The Measure of Processes of Care (MPOC) 

In general, the outcome of the survey was very encouraging a nd positive for the 

Cheshire Services Ethiopia-CBR program for Ch ildren with Disabilities. On the 

perceptions of care measure , the CBR program was rated very highly on three 

scales. These were : Providing Respec tful a nd Supportive Care which includes 

treating each client as a n individual rather th an as a case and provid ing 

enough time to talk so that clients do no t feel rus h ed; Pa rtnership and 

Enablement whic h includes explaining reasons for treatments, explaining 

treatment choices fully, and enabling clients to choose when to receive 

information, the type of information they would prefer a nd which treatment 

they want; and Providing Coordinated and Compreh ensive Care which refers to 

having a continuous relationship conduc ive to the expression and resolution of 

needs, and valuing continuity in services a nd the individuals providing these 

serVlCes. 

Providing Specific Information about the Child and Provid ing General 

Information were given lower ratings by the parents indicating that parents felt 

that the program provided information "sometimes" (King, Rosenbaum & King, 

1995). For the scale, Provid ing General Information , the range of scores was 

from 1.00 to 7.00, indica ting that some pa ren ts ranked the items very low. The 

items in the Providing Genera l Information scale consider providing parents 

with information, both spon taneously and in response to questions, providing 
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advice on h ow to get information, and providing information about services 

avai lable in the com munity. For the scale, Providing Specifi c Information, the 

range of scores was from 3.00 to 7.00, a lso ind icating that som e parents ranked 

the items very low. The items in the scale specifically relate to the provision of 

verbal and written information on the child 's assessment and treatment 

sessions. The results on these two scales are surprising in th at the program 

provides information specific to the child by encouraging a ll pa rents to observe 

assessment and trea tment sessions, and the provision of written handouts and 

reports. Genera l information is also provided in the weekly parent group and 

through written handou ts . However, some parents evidently felt that not 

enough information was provided. The mean scores on a ll the five scales of the 

MPOC were higher than five (5). As is mentioned above, three scales (Enabling 

and Partnership, Coordinated and Comprehensive Care and Respectful and 

Supportive Care) were rated higher than six (6) (Table 8, p. 61) . All scale scores 

had minimum values below the score 4, indicating that some parents perceived 

the family-centered behaviors happening less than "sometimes". 

The majority of scores fell within a fairly na rrow range. All were above 4, which 

can be interpreted to mean that services are being provided in a ' manner 

consistent with the family centered values and principles (King, Rosenbaum & 

King, 1995). Parent statements seem to suggest that in general, they have 

opportunities to participate in the planning a nd implementation of the care 

plan. They feel like partners in their child 's care, they have opportunities to 

make-decisions about treatmen t, a nd professional practitioners trust them as 

experts on their child (MPOC, Enabling and Pa rtnership Scale) . There seems to 

be a sense of collaboration between parent/family and professional /CBR 

practitioner a nd respect for the strengths of the family . 

According to the data, the Cheshire CBR provides coordinated services. Pa ren ts' 

responses to questions such as "to what extent do people who work with your 

child plan together so that they are a ll working in the same direction?" , 
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indicated that they felt it h appened more than "som etimes". The majority of the 

responses indicate that the services arc provided in a holistic manner. The child 

is treated within the context of his / her family and environment . 

The mean scale score of,Respectful and Supportive Care is very high (6.28) with 

the majority of the scores falling well above the score of 4.00 (Table 8). These 

responses suggest an environment that fo sters parent competence and non­

judgmental attitudes. 

The widest range of responses was obtained in items concerned with parents' 

general information needs (Providing General Information scale). This scale 

refers to such items as 'how to contact other parents or information on 

resources and services within and beyond the Cheshire CBR centre. The mean 

scale score of 5.03 is a little surprising if one compares its range of responses 

(l.00 - 7.00 ~ 6.00) to the range on the Coordinated and Comprehensive Care 

scale (3.76), which was rather n arrow with a mean scale score of 6.02. On e 

might think that in order for services to be well coordinated and provided in a 

comprehensive manner, people would also fee l that they have all the possible 

information that is pertinent to their situation. One may postulate that parents 

find the services related t9 the needs of their child well coordinated. However, 

general information relevant to the entire family may not be as readily available . 

The range of responses in the Providing Specific Information about the Child 

was narrower (4.00) than the general information scale, and the mean score 

was relatively high (5.97). This point is certainly reflected in the literature on 

family centeredness and continues to be one of the challenges faced by service 

providers (Arango, 1990; Cardoso, 1991; Diehl, Moffitt& Wade, 1991; 

Letourneau & Elliot, 1996; Summers et a I., 1990; Winton & Bailey, 1997). 

- 85 -



5.1.3.2 The Measure of Satisfaction/ Client Satisfaction Questionnaire 

As hypothesized, perceptions of the program as family-centered were 

significantly positively correla ted with satisfaction scores. The Cheshire CBR 

program received high ~ratings by the parents on satisfac tion. This pos itive 

relationship is in keeping with the theoretical li terature and previous research. 

Caro and Derevensky (1991) found a simila r positive relationship for a home­

based intervention for families who had children with moderate or severe 

disabilities. Jackson, Bradham & Barwall (1978) and Styba et al. (1992) a lso 

found a positive relationship between parental satisfaction a n d parents being 

involved in a ll aspects of the ir child's care. Dunst et a l. (1988) reported th a t if 

health care providers used the behaviors that are con s istent with family ­

centered care, families would be empowered and positive outcomes would result 

from the care that they received including sati sfaction wi th care. Bra n spach 

(1986) a lso found that when parents perceived control over their child's 

program, they fel t more satisfied with the program. 

Other factors may be involved in the relationship between the family­

centeredness of a program a nd satisfaction. It may be important that parents 

have fin a lly found a program that will listen and address their concerns. Ma ny 

of these parents have been seeking help for a n extensive period of time, being 

told that nothing is wrong or that their children will outgrow their difficulties. 

Another factor m ay be the parents ' perceptions that their children have 

improved in a ttending the progra m. Pa renta l satisfaction could be linked to 

child's development of skills as suggested by Kopec-Schrader et al. (1993) and 

Plapp and Rey (1989). A study that compares child-centered to family-centered 

care is needed, to examine these a dditional factors. Also incorporating 

qualitative methodologies such as interviews rather than rating scales to 

measure satisfaction would provide more information on the high satisfaction 

ratings received. Satisfaction questionnaires must be interpreted with caution 

due to the high levels of -reported satisfaction caused by factors such as the 



ha lo-e ffec t (Tuckman, 1994) a nd social desi rability (Le bow, 1983). The 

Cheshire CBR progra m /Centre has collected satis faction information for the 

past few years and report that their ratings a re a lways high. A factor tha t may 

be linked to satisfaction is that perhaps the parents a re gra tefu l for any 

services that they receive. Looking m ore closely a t satisfactions might be 

beneficia l. 

5.1.3.3 Question on Goal Achievement 

As hypothesized , parental perce ptions of care were a lso positively corre la ted 

with pa renta l perceptions of goal achievement. In looking a t the results 

obtained on the single question on goal achievement all pa rents felt that "qui te 

a few" of their goals h ad been met. The results illustrate that there IS a 

moderate relationship between goal achievement a nd ena b lement a nd 

pa rtners hip, providing specific informa tion, providing . coordinated a nd 

comprehensive care and providing respect a nd supportive care. 

Enablement and partnership , a nd respect a nd supportive care a re linked to 

empowerment which is a key conce pt in fa mily-centered care. Duns t , Trive tte & 

Deal. (1 994) lis t two ch a racteristics of the health care provider th at help to 

promote em powerment in' the clien t or th e fam ily . The fir st is the belief th at 

people a re competent or ha ve the capacity to be competent. This cha rac teristic 

is congruent with the quality of providing the client with respect and support. If 

you feel that someone is competent then you will most likely treat them with 

respect. The second ch a racteristic is en a blement, which refers to creating 

opportunitie s for competence to be learned or displayed. This is consistent with 

the findings here that the two qualities of care most associated with goal 

achievement in this study were providing respect and support , and enablement 

and partnership . Since these are two s ignificant factors tha t lead to 

empowerment then it m a kes sense for them to be linked to goa l achievement. 

The fa mily that is empowered will be able to insure that their goals a re m et. 
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McBride et a i's. (1993) principles of fa mily-centered care also highlight the 

concepts of respect, support and pa rtne rs hip. 

The positive relationships between goal achievement, partnership, and 

providing support are in keeping with the theoretical a nd research literature. 

Adubato, Adams & Budd (1981) a nd Schriebman, O'Neil & Koegel (1 983) both 

conducted s tudies which demon s trated that pa rtner ships formed between 

therapis ts and fa milies supported them in successfu lly working towards 

achieving their goals. Minke and Scott (1995) reported that models that stress 

ena blement of families a re based on the philosophy that fa mily goals take 

priority a nd must be respected . In thi s study, more or less the Cheshire CBR 

pa rents set the goals, prioritized them and then ra nked them to measure 

achievement. Bass a nd Leavitt (1963) and Latha m and Locke (1979) reported 

that goa ls are more like ly to be successfully achieved when a person sets 

his/her own goals . Further studies are required to look more closely at thi s 

relation s hip to determ ine if other fac tors m ay be contributing to thi s 

relationship. 

In order to define the needs of fa milies, and for service providers to respond to 

those need s , input from fa milies is required. Arango (1990), herself a parent of 

a child with complex-health care needs, emphasizes that this should not be 

done on a piecemeal basis. Ra ther it should be done by des igning service 

models that h ave built in processes that support families. This can be 

accomplished by involving parents in agency policy-making; in evaluation of 

services through family-advisory councils; and in having parent representation 

on the board of directors . One of the continuing dilemmas for parents is stress 

and time demands. The complex needs of a child with disabilities often rob 

parents of time and energy to pa rticipate in agency functions. 
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If these indicators are related to the current research , th e item s on the 

Coordinated and Compreh en sive Care scale represent simila r con cepts. Pa rents 

were asked to rate to what extent the following h a ppens: TO WHAT EXTENT DO 

THE PEO PLE WHO WORK WITH YOUR CHILD ... 

1. ... suggests the;'apy plans tha t fit with your family's needs a nd life 

style? 

5 .... take time to establis h ra pport with you or your child when c ha nges 

occur in your se rvices? 

10 ..... Provide ideas to help you work with the health care "system"? 

13 ..... Look a t the need s of your "whole" c hild (e.g., at mental, 

emotional , and socia l needs) instead of just at physical needs? 

2 1. ... Ma ke sure that at least one team member is someone who works 

with you a nd your fa mily over a lon g -period of time? 

34 .... pla n toge ther so that they a re all working in the same direction? 

44 .... m a ke themselve s availa b le to you as a resource (e. g., emotiona l 

support, a dvocacy, information)? (MPOC, 1995) 

The Coordina ted a nd Comprehe n sive Care scale consists of seventeen such 

item s. The overall mean scale score of this scale is 6.02 of a maximum of 7.00 

with th e m ajority of scores (wi thin one standard deviation) fa lling within the 

ra nge between 5 .1 5 and 6.89. The high average score indicates respondents' 

perceptions that the indicated behaviors do take place within th e con tex t of the 

service provision/"V(!l ~~ 'I ! \.1 • 

In evalua ting h er research , Berkowitz, Ha lfon 2nd Klee (1992) discu ss strategies 

for successful case management (care coordination). Their fin d ings suggest that 

the rela tionship aspects of case m a n agement (care coordination) a re especially 

important. To achieve su[:cessfu l outcomes th e case mange r (care coordinato r) 
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needs to work with clients , show empa thy for the client's situation, a nd work 

with the cl ient's [priorities, as well as to promote client to client support. Th ese 

p r inciples a re compatible with th e re lation s h ip-I-e la ted helpgiving a tti tu des that 

Dunst e t a l. (1993) promote in their e na bling and empowering model. This 

model seeks to enhance fa mily s tren gth s a nd compe ten c ies and independent 

resource management. The fa mily cen te red principles outlined by Shelton , 

Jepson a nd J ohnson (1 989) and others promote s imila r a pproach es. 

The fi ndings of th is research a re th erefore compatible wi th literature o n fam ily­

cen tered ca re/ in tervention models, whic h s upport the n otio n th a t th e m odel is 

satisfac tory to pa rents dealing with h ealth care system s (Kaufma n, 1992; 

Marchenko & Smith, 1992). It may be possible tha t the m odel is especia lly 

suita ble for s itua tions where pa rents h ave frequent con tac t with the service 

provid ers. The interaction s m ay fo s ter co lla bora tion and opportuni t ies for the 

excha nge of ideas . Parents a lso have an oppor tunity to learn skill s rela ted to 

the trea tmen t needs of their child , which enha nces their competence as pa ren ts 

(Cormany, 1993 ; Moore, 1992). Professiona l practition ers get to know the 

fa milies well a nd will be a ble to pla n treatm ents that a re suitable fo r the 

fa mily's li fe style a nd involve the resources a nd suppor ts a vailable . 

5.1.5 Comments by Parents 

The resul ts of the them a tic ana lysis of the comments that pa rents 

independently a dded to the end of the questionnaires, qua lity some of the 

responses to individual items. Por instan ce , some of th e pa rents' commen ts 

may help to understand the lower ra tings on the two scales of the MPOC­

Providing General Informa tion and Providing Specific Information about the 

Child. Many pa rents felt tha t their child 's h a ndicapping/ health conditions h ad 

im proved in the process of th e CBR progra m which was received on hom e­

ba sed in terven t ion a n d pa rent 's whi s hed th e progra m could be longer so tha t 

they could h a ve more time to learn and practice the various reha bilita tion / 
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intervention strategies. Th e res ults on the two scales of MPOC suggest that the 

parents may not h ave received enough gen eral and specific in formation beca use 

of the short-term nature of the program, and the fact that the majority of the 

program was only home-based intervention rather than the combina tion (home­

based a nd centre-based) . S hortage of qualified professional s in the area of the 

CBR practitioners that is , qualified socia l workers, care coordinators, case 

managers, etc, could a lso be mentioned as a contributing fac tor. Therefore, 

even though th e CBR staff may perce ive that they provide a great dea l of 

inform a tion becau se of these three reasons (and probably because of other 

reasons which were not identified in th is survey) the parents are asking for 

more inform ation or for information to be delivered in a nother format. The 

comments that the parents made regarding the a bove issues-having the 

combined form of in tervention settings and a lon ger program h ave been a lso 

reported by some s tudies conducted previously. Ma honey, O'Sulliva n and 

Dennebaum (1 990) found a strong relationship between mothers ' perception s of 

the fami ly-centeredness of a program a nd the effectiveness of interven tion 

services received. They a lso found that programs with both home-based and 

centre-based componen ts tended to h ave a greater fa mily-centered orientation. 

Yoshikawa (1994) reported th at successful p rogram s for children with disability 

(behavior problems) mus t ,be at least 2 year s in len gth , a nd involve both home­

based family support a nd centre-based educational d ay-care and preschool. 

Assael (1985) in Willia m & Michael (1 988) a lso noted the fo llowing points about 

home-centre intervention programs. Perhaps the most commonly used 

intervention m odel is the one that offers both centre-based ac tivities and home­

visitation. Few centre programs take children for more than a few h ours a day, 

for up to 5 days a week; but for young handicapped children intervention must 

be more then a few hours a day . Thus, many programs combine the intensive 

help of a variety of professionals in a centre with the continuous attention and 

sensitive care of parents at home. This effor t to establish intervention that 
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carnes over from centre to home clearly offers many of the advantages of the 

two types of programs and negates some of their disadvantages. 

The parents' perceptions of the centre (CBR) services are qualified with 

comments about the helpfulness and the friendliness of the staff. More 

specifically, these comments describe the qualities of staff (social workers), 

including such descriptive as helpful, friendly, supportive, encouraging and 

canng. Many parents commented on their support needs and how the CBR 

staff is able to meet these needs. The comments certainly reflect some of the 

aspects of care that fami ly -centered service philosophy fosters. 

The respondents who were not pleased with the serVlCes or servIce providers 

address similar relationship issues. Some parents fel t that they were not 

supported and unable to become a part of the "team". 

In general, there is a good variety of comments. Some express satisfaction with 

the services, some displeasure, reflecting the range of responses on the various 

scales. 

It is evident that from th'e Cheshire Services Ethiopia- CBR's point of VIew, 

there is room for improvement. An ultimate goal for any service provider would 

be that no parent needs to express dissatisfaction with their relationship with 

service providers or their ability to access the services and participate in the 

care process. Other issues, such as waiting lists, are beyond the staffs control. 

However, the agency can continue to develop services, addressing the waiting 

list and other service issues in a manner compatible with the famil:-,\ tentered 

principles. 
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5.2 Summary 

Overall , the resul ts of the survey were encouraging. The parents of 

children with disabilities (long-term health care needs) are typically 

difficult to survey . Lack of time for self and normal d a ily -activities is a 

major issue for families of children with special needs (Slater & WikleI' , 

1986). These is sues possibly a ffe ct to some extent the response rate of 

the s urvey a lthough it was n ot the case for thi s pa rticul a r survey study . 

Personal interview format/method was chosen to administer the survey 

package in hopes to promote a confidentia l and anonymous forum for 

responses as families selected for the survey wer e receiving services from 

the Cheshir e CBR Centre. 

All of the survey packages/questionnaires administered to the 

respondents were fully completed, speaking for the appropri a tf! ness of the 

instruments for the research -in te rms of relevance , clarity and le.ngth. 

Most respondents had an edu cation less than grade 8 literacy levels, bu t 

easily complete all the questionnaires without any difficulty. Language 

was not a n issue as most respondents were Amharic speaking and the 

English versions of the questionnaires were translated into Amharic 

language and modified for the purposes of this survey study. 

The responses were representative of parents who interact with the staff 

of the Cheshire CBR on a frequent basis . Mothers of children with 

disabilities s till seem to ca rry the main responsibility of carel service 

coordination. The chi ldren recelvmg services were identified with a wide 
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range of diagnoses , ref1ecting the curren t trend in serVIce proVlslOn 111 

children 's treatment centre or in other service provision settings . 

The high scale scores on each of the MPOC scale in this study: Enabling 

and partnership, providing General Information, providing Specific 

Information about the Child, Coordinated and Comprehensive Care for 

the Child and Family, and Respectful and Supportive Care), the CSQ and 

question on goal achievement ind lcated that services were in general 

perceived by respondent parents to be provided in a family-centered 

manner in the Cheshire Services Ethiopia-CBR centre. The impact of 

service/ care coordination on the parents' perceptions on the services is 

still unclear. However, service/ care management (coordination) 

principles appear compatible with those of family-centered carel serVlce 

principles, and may help to facilitate the implementation of family­

cen tered care / services. 

Further research is needed to explore the demographic characteristics of 

the respondents and any inf1uence that those factors might have on the 

responses. Also, further research is required in learning more about the 

role of the service/ care coordinator in enhancing the family-centered 

care/services. The child-level is not presented in this model which is a 

serious concern. To further complicate the picture child-dimensions need 

to be added 

In today's climate of financial constraint and restructuring 111 every 

sector , especially in the field of h ealth care, this research h elps to 

underscore the importance of the holistic care for the child and the 
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family. Children with special needs (lon g-time health care need s) h ave a 

hard tim e fi tting in to the serv ice delivery system. Long-term care IS 

domina ted by issues dealing with the growing p opulation of the elderly, 

a dults with disabilities a nd mental h ealth services. Th e education system 

is copin g with fundin g cuts a nd ch a nges in teachers' contracts and class 

s izes. The issu es addressing the need s of children with disabilities a re 

not seen as priority for the decision - makers. Child welfa re falls 111 the 

rea lm of mandated services, such as protective services, leaving Issu es 

regarding children with disabilities to be dealt with by th e Ministry of 

Hea lth. Even though the m aking services work for people (the 

Constitution of the Feder a l Democratic Republic of Ethiopia (FDRE) , 

Decem ber 1991 a nd the Developmenta l Social Welfare Policy (1996) on 

Hea lth Care, Education a nd Socia l Services) document is beginning to 

bridge the gap b etween different services systems , a great deal of work is 

required to facili tate avenues for the different mini s tries to talk to each 

other. 

Consumers of services are expected to m anage/ coordinate their own 

resources to an increasing degree. This is done to promote a colla borative 

a pproach, but a lso to limit the time a nd resources of professionals. If 

service/ car e coordinators can h elp to empower families, create positive 

self-sufficiency, teach assertive a nd a dvo cacy behaviors, a nd import 

independent decision -making skills as expected according to the fam ily­

centered care / intervention model, families will be in a better position to 

negotiate their way through the various system s created by separate 

mini stries for h ealth care, education a nd child welfare (Cormany, 1993 ; 

Fiene & Taylor, 199 1; Ha rtman & Laird , 1983 ). 
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5.3 Conclusions 

Even thou gh t the response ra te was very high , the findings of this survey study 

need to be treated with caution. When companng the demographic 

characteristics of the families who responded to the survey with those of the 

entire population, one can present an argument that certain s imilarities exist. 

These similarities can be viewed as supporting the validity of the responses, 

even though generalizations to larger populations are not possible . 

From the scale scores it is poss ible to conclude tha t respondents p erceive the 

Cheshire Services Ethiopia- CBR (Treatment Centre) services to be provided in a 

family-centered manner. The composition of the families and their serVIce 

needs varied .This supports the families that a t least according to the 

respondents' perceptions, the CBR Centre, indeed operate within a family­

centered philosophy, able to respond to the unique n eed s of individual families. 

The Centre uses a family- centered care/ intervention model to implement 

family-centered services. In the discussion section , indicators of carel service 

coordina tion effec tiveness were discussed and how these indicators a re 

con s is tent with the items in th e Coordinated and Comprehen s ive Care scale . It 

is not possible to conclude from this exploratory study that the implementation 

of the family-centered care/ intervention model has a direct relation ship with 

high scores on the MPOC, the CSQ, a nd Ques tion on Goal Achievement. 

However, one m ay postulate that family-centered service provis ion and care 

coordination are compatible and that the care/ intervention model appears to be 

fac ilitative of family-centered practices . Fa mily-centered care l intervention 

model can be seen as on e way of implemen ting fa mily-centered services. To this 

end, from the preceding discussion, the following conclu sions are drawn: 
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1. Parental perceptions of care, specifically, the extent to which a program is 

perceived to be family-centered, are positively correlated with parental 

satisfaction in the CBR programs. 

2. Parental perceptions of care are positively correlated with parental 

perceptions of goal achievement in the CBR program. The qualities most 

highly related are enablement and partnership, and providing respect 

and supportive care. 

5.4 Implications 

5.4.1 Implications of the Study for Family-Centered Intervention 

As indicated in the literature, family-centeredness is a comprehensive service 

philosophy which is implemented on all levels of services, from direct services 

to policy-formulation at the agency (Korteland & Cornwell, 1991; Mahoney, 

O'Sullivan & Dennebaum, 1990; Shelton, Jepposn & Johnson, 1989). Whether 

carel services coordination is an effective way of implementing the model has 

been one of the major focuses of this research. The findings indicate that in 

general, respondents perceive the services to be provided in a family-centered 

manner. The majority identified themselves as the care coordinator for their 

child. This is of course, the ultimate goal of family-centered intervention care 

management and coordination (Brown, Thurman & Pearl, 1993; Cormany, 

1993; Fiene & Taylor, 1991; Kaufman, 1992). Research also suggests that the 

success of early intervention services relies on a positive supportive relationship 

between members of the early intervention team and caregivers (Phys Ther, 

1997; Kalmanson & Seligman, 1992; Washington & Schwartz, 1996; Shonkoff 

& Hauser-Cram, i987; Able-Boone, 1996) . However, it is not known, to what 

extent parents were influenced and encouraged to assume this role by the 

family service coordinators (social workers), team and other caregivers. 
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In this study, positive relationships were found between the family­

centeredness of the program and satisfaction with the program. A statistically 

significant positive relationship was a lso found between the two MPOC scales: 

providing support and respect, and enablement and partnership , a nd goal 

achievement. These findings suggest that there is a positive association 

between the CBR program s taff adoptil,g the characteristics of a family­

centered m odel and enhanced parental satisfac tion. The findings a lso suggest 

that it is two particular ch a racteristics of family-cen tered care that the CBR 

program staff should consider adopting that is associa ted with goal 

achievement. These include providing the fa milies with support a nd respect, 

and providing th e families with the opportunities for enablement and 

partnership to occur. The parents who participated in this study indicated that 

the progra m p rovided informa tion , both genera l and specific, "sometimes" . This 

indicated that service provider agen cies may wish to find a variety of ways to 

address these areas of family func tioning in a family-sensitive m anner. 

The parents also identified three issu es that a re important to them and their 

fami lies . Firs t, they identified the need for not only more h ome-based 

intervention to h elp them to genera lize th e strategies that th ey learned but a lso 

they need in the center-based component of the program (that is , the combined 

form of intervention: both h ome-based a nd cen ter-based programs). Second, 

directed toward administrative components of care (e .g., mothers identified the 

need for a lon ger program-they wanted more therapy services for their children 

and more consistent appointment times). Finally, parents identified the n eed for 

good fo llow-up programs. These are three issues that the CBR Centre as well as 

teams and caregivers need to consider in order to ensure that the needs of 

fami lies a re met. 

Parental input is essentia l in understan ding aspects of caregiving tha t they 

value and th a t will empower them in meeting their child and family's needs. To 

provide effective carel services to families who have children with disabilities 
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(long-term health care needs) it is essentia l to provide them with respect and 

support throughout the program. It is also essential to believe that they have 

the skills and the abilities to acquire the knowledge they require to help their 

families meet their needs and priorities. These approaches would allow for 

analysis of family strengths and needs, using the family-centered care l service 

:nodel as a means of implementing family-centered intervention . 

The themes identified by some respondent parents in response to open-ended 

questions summarized as follows: Formal support systems such as early 

intervention or social service programs are too rigid to meet the individual 

needs of some families. Regarding this issues, Viscardis (1998) also suggested 

that some agencies and institution may not have clear guidelines or strong 

commitments toward implementing family-centered care (intervention) .These 

comments suggest a need to incorporate a measure of program policy or agency 

practice in to program evaluation and clinical research. 

Measurement of family characteristics, such as informal family support 

systems, might increase the exploratory power of the model. Informal family 

support systems include extended family and neighborhood networks that are 

reported to have a protective influence on parenting stress, which is also a 

predictor of parents' perceptions (Gallagher, Beckman & Cross, 1983; Dunst, 

Trivette, Dyson & Fewell, 1989) . Informal family support systems may mediate 

the influence of children's handicapping conditions (limitations) on parenting 

stress, and in turn, on parents' perceptions of therapists' family-centered 

care/behaviors. 

As a point of interest, the Neurodevelopment Clinical Research Unit (1995) 

provides the scale score values for the children's treatment centre that 

participated in the development of the MPOC questionnaire. All thirteen centres 

rated between 5.00 and 5.70 on the Coordinated and Comprehensive Care 

scale . In the present study, the Cheshire Services Ethiopia-CBR Centre's score 

in this scale is 6.02, which is somewhat higher than that of any other children's 
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6.28 with (SD= 0.69_1.56) for a sample of 79 parents (94 .94% were mothers) . 

King, Rosenbaum a nd King (1995), reported mean scores on the 5 MPOC scales 

for a sample of 653 parents (78% were mothers) that ranged from 4.13 to 5.79 

with (SD= 1.11_ 1.60) .Most children's treatment centres in this study operate 

on the family-centered principles. In the researches done in our country's 

context (Ethiopia's literature), this researcher is not aware of any other 

children's treatment centre /CBR operate on family-centered intervention, 

where each team (social worker) has on family -centered carel services 

coordination model. This is the case for the Cheshire Services Ethiopia-CBR 

Centre's. Other centers could be viewed as 'control groups'. However, there are 

several confounding variables, such as different staff, programs, child and 

family circumstances and backgrounds, which prevent one from concluding 

that the high scale scores in the present study can be attributed solely to the 

family-centered intervention/ care coordination model. 

A more comprehensive discussion on the roles and functions of the CBR staff (t 

would be a topic for another research. The staff (social worker), as a case 

manager (service coordinator) may encourage and empower families to assume 

a major role in coordinating their own services. This is consistent with the 

generalist social work practice (Kirst-Ashman & Hull, 1993) . 

On the basis of this exploratory study, it is not possible to conclude that the 

implementation of the family-centered care model has a direct relationship with 

the high scale scores on the MPOC, the CSQ and question on goal achievement. 

However, the model certainly does not seem to hinder the provision of family­

centered care/intervention services. From a consumer satisfaction point of 

view, there appears to be little need to look for another model. Whatsoever the 

case may be, further research may also examine other measure of processes of 

care for service providers (MPOC-SP), measure of satisfaction, measure of goal 

achievement tools or informal measures [e.g., structured conversation and 

more open-ended questions] in order to determine if there are more 

appropriate ways to assess these dimensions. 

- 101 -
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5.4.2 Implications of the Study for Further Research 

In order to expand from this exploratory research, further questions on the 

basis of the a lready collected data can be asked. The scale scores calculated for 

each respondent can be compared to parents' level of education. Parents with 

higher level of educa tion may rate the items differently from parents with less 

formal education. The impact of employment on parents' responses can be 

investigated . One might postulate that parents who are employed outside of the 

home may have a more difficult time attending appointments and less time to 

interact with the staff than parents who are available during the day. On the 

other h and, families where both parents work may possibly have more 

resources, e.g., child care a nd finances, which might affect the familie s' 

perceptions of the serVices, and h ow much support they need from the CBR 

Centre. 

On the basis of the demographic data it would be interesting to find out what 

s ignificance, if a ny, gender of the child with disabilities has on the parents' 

responses. Similar evaluation could be done with family composition, e .g., 

single-versus two-parent families and number of siblings. 

For the CBR Centre's purposes, an item by item a n alysis on a ll of the scales 

would be helpful in determining what specific questions parents tended to rate 

low. The CBR Centre can then take action in improving these specific service 

areas. 

It would be beneficial to conduct an analysis of the internal consistency of th e 

scales within this survey, especially, in the light of the very high response rate 

and low educational level. An item analysis could be done to evaluate the 

discrimination index (power) of each question . If parents rated ind ividual items 

within a scale rath er consis tently, the results will further support the reliability 

and construct validity of the MPOC and the CSQ questionnaires, as well as to 

add in th e validity of the responses in this survey. 
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In order to learn more about the various aspects of service/ care coordination, it 

may be of interest to look for any possible relationships between parents' 

education and whom they identified as care coordinator. Intuitively one might 

think that parents with a higher level of education may ch oose to coordinate 

their own services more often than parents with less formal education . The 

number of services received by families at one time may h ave an influence on 

who acts as a services/ care coordinator. One m ay postulate that when the 

number of services increases, people more often choose a professional, such as 

the Centre (CBR) family service coordinator, to take on the role of a care 

manager or coordinator. In fu ture research, various methods of measuring the 

effectiveness of care management (coordination) should be looked at. 

To further explore the aspects of family-centered care /intervention, one can 

compare responses of different groups of parents, depending on whom they 

identified as the care manager (coordinator) for their family. One can argue that 

under ideal conditions, it should not matter whom families choose to coordinate 

their services. The family-centered care/ services model should be able to 

accommodate the families ' needs. 

From this research, it is evident that mothers of children with disabilities 

continue to be the major contact between the child and the Treatment Centre 

(CBR) staff. Women still seem to carry the major responsibility as caregivers 

and service coordinators in the families. Further research in the roles and 

attitudes of parents a nd professionals might a id efforts to involve fathers and 

other caregivers to pa rticipate in the processes of care in greater numbers. The 

use of these approaches along with a family problem-solving strategy could be 

used with individual families a nd studied within a single-case (subj ect) 

research design. 
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The researcher recommended changes in design and predictor and outcome 

variables to fur ther investigate the research model. The distributions of scores 

on parent respondents ' perceptions of family-centered care / behaviors (MPOC) 

was narrow (i .e. h a d m inimal variance) and was negatively skewed (i. e. most 

scores were high). Minimal variance in the dis tribution of this data reduced the 

explanatory power of the model. The predictor variables should be revised Lv 

incorporate multidimensiona l charac teris tics of children, families , and 

therapists . Child characteristics such ass temperament, persona lity resiliency, 

m otivation, a nd cognitive ability should examined for inclusion in the model, as 

these behaviors may be predic tors of parents' satisfac tion with care as noted by 

(king, Rosenbaum, Goffin & King, 1999). 

Outcomes should include direct observation of rehabilitation prac titioners, 

family-centered care behaviors during intervention as well as measures of 

intervention practitioners, satisfaction with early intervention roles and parents ' 

satis faction with intervention (thera py services). 

The guide to physical therapis t practice (Phys Ther, 1997) identifies 

professional roles of the thera pist including education and con sultation at the 

policy making level for local, state and federal agencies . Intervention 

practitioners working in family-centered care are in a unique position to 

educate policy-mak ers to ensure that services a re structured to meet the needs 

of children a nd their familie s . The researcher believe that it is important for 

intervention practitioners to provide input to health a nd education policy­

ma kers and adminis trators on how changes in service delivery policy affect the 

a bility to provide family-centered care in early intervention (O 'Neil, Fa rel, & 

Palisan o, 1999). 

For example, rehabilitation practitioners can colla bora te with local health 

departments to identify needs for children with disabilities and to facilitate 

access to appropriate services. The researcher contend that the inclusion of 
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intervention 

councils the 

practitioners (therapists) on 

local governmg councils 

local interagency 

for family-centered 

coordinating 

care (early 

intervention) programs, is needed to provide input on the role of therapy 

services and to promote a coordinated tear approach to service delivery. 

In general, further research is needed (required) in in this very important area 

of family-centered care / intervention models . Professionals deal with more 

complex cases in the rehabilitation / health care setting, such as an increasing 

number of extremely premature babies and drug affected infants. Especially in 

the case, there is a growing need to coordinate between health care and social 

services. Some mothers may lack the skills and confidence to take charge of the 

resources themselves and skilled care coordinators are needed. 

To sum up, further research is required to clarify parental perceptions of care 

that are associated with parental satisfaction and parental perceptions of goal 

achievement. Replication and refinement of the present study would strengthen 

the results obtained. Recommendations for refinement include: 

1. Increasing the size of the sample (i.e., a large and more heterogeneous 

and representative sample of parents) would increase the variance of the 

outcome variables and add to the validity of the results. Also, 

incorporating respondents from other programs would aid in the 

generalization of the results. 

2 . Collecting more comprehensive demographic characteristics on the 

sample would allow statistical analyses to see if there is a relationship 

between certain demographic characteristics and qualities of family­

centered care. Examples of characteristics that may be important include 

socioeconomic status, and support systems (formal and informal family 

support systems) that presently exist. 
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3 . It would be interesting to include the perceptions of the family­

cen teredness of the program staff a nd then to compare the family and 

program staffs perceptions of the program and goal achievement. 

4. Qualita tive methods can be u sed to gather more in-depth a nd more 

comprehensive information from the parents. For example , more 

individua l interviews, structured conversation (focus-groups discussion) 

and/ or more open-ended questions could be used to gather more 

comprehensive feed back from the parents . 

5 . The use of a comparison group based on anoth er theoretical model-would 

permit the evaluation of the independence of the family-centered model 

by controlling for factors su ch as parent perceptions of their child's 

performance or the availability of a team willing to address their 

concerns. 

6 . Longitudina l research is needed to examm e changes in paren ts' 

perceptions of in terven tion workers ' family-cen te red behaviors over time 

and to identify relationship between parents' per captions and children's 

health out comes. 

7. The predictor varia bles should be revised to incorporate multidimensional 

characteristics of children , families, and intervention workers. More 

specifically, the child-level is not presented in this model which is a 

serious concern . To further complicate the picture child-dimensions need 

to be a dded. That IS, m research about the fa mily-centered 

care/ intervention model, both the family-and child-level need to be 

discussed. In this study no measures adequately used at child-level and 

this expan sion of the m odel is called for. 
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Appendix -1 The Cheshire Services Ethiopia-CBR Program 

Involvement and Achievemen1s 
Che5h1f9 Services Elhiopl3 st.Yted .. iJ d'Iarit1 organization 
wilf1 e, mental ly retardOO ChildrCfl. 11 has undergcme many 
transHions. movirlg witlueods or. !hi 1ist.iplin! or disabi~1y 

rp.h a~nat:on TIle oqiWIiz.atiQll is nO\\' be:ornIng more 
de'letoprnen[ OI·enled. 
In an Irlfort [0 ameliOrate thl? desperate slilation of the 
,"!';(11)1cd in ElhlOj:Ma. CSE Ihlough lis insbtutio...a, 
Commun;ty Based Reh abiil~b-on <tid mobIe CMreach 
programs ilas enabled more thCll l J,OCQ chidreo <lid 
young pet'SOf.S wiih disa~es to ive i:dep~r.~dy and 
participate in (he scx:lo-eronorric 61e of tilt CCtMlJIlit)'. 
Mae ttlCIO 650) dliIdren and ~ng ~ ",,'CllflSati1ifoS 
in 36 cilic-s snd lowns 01 Am/l;;(8. Oromia, Harar, TIQroI. 
Oife Dawa, StlNP. e~an9 .. JI-GII~ ;r.d Addis Ab.1I:a 
rec..,';"'l! eSE's ~er.ice annual~/. 

eSE's educalor.;;1 ~!lpport CI'Id sk;!I tra:l'j~ kl chMrer. and 
youth promoip..s ~depp.ndence and self·relianr:e. ReYOlvillg 
ncome~ schemes br pea parents af cVr'Dl 
improve !he tivermood cf t'le b:liI1E!5 . 

Tra:nif'l.;j org<lf1ized !rJ CSE for caR ~agers and 
m munrty wcriters liil'Nfl m GOs a,..j NGDs has 
contr[buted 10 11'16 hUlTla'! resotJ'Ce de¥elopr.lenl 01 thE! 
COlin!!},}" the area QI rer.a!lilitalion. 
Tooay, !he n~ Ches"" !Ias bacome synorymovs WIth 
Enabling the Disabled. 

CileMire Sel'li<.es ElI1iopia has !h:w straleolos !or 
rehabl!~ation, ir.tegr,lIlUIl ot cl»tdle.1 <Wld )'011111 'II"\ti 
disab:~l ies 3I1d ;Xe~ention of disabihUes. 

Short Term Institutional Care 
The Meflag6sha Rchabiit~m Ceotel' is !ocalad 2& 
Kms. \\oI?st (Jf Add:s AUHba. V.%~ its 70 o...-ds ~nd YleU 
~ physiollier.lilY unit il provides short.tefm 
f!ihabililatiO(l t rlfC~ h Inlensr.1! ,lhysiolher.!IJ!' :md 
s:lrgical interJefltim for a.ik!ren licm a!1 eYII! 
Elhi:>pill. On oorrop!eL9f\ 01 rOO:tlililatiQr. \tie cll.~rcn 
return 10 their fillTlWes, The woru~ iT;a~s 

autchH. (:~, waiijog frames. orthop:edic 
shoos and assisU\'() de...r.es frorn IOCJI and 
polypropylene materials. 

Address: P. O. 801 3427 Tel; 

• 

011-554·04.~98 
091 -121·95-69 

l.Iobl1, Outruch Progr~:· wea equioped !!lObie Cir¥cs 
\l0iii1 ~tadon te:m: Vis.C J5 kx:abor.s n Ihe legions 
pw.idll'lg loOow lIP and on-hMpc.I reMbiflafun lor 
C!b811 ar>d youth '«IIh pIt(Sa <isabiliUes. The 
progIMT ~ OM' '*lXI ctMren Md )'OJIII ."fIh 
tti:!a!ll~ In the r~OIIS. 

Tile Community Bned Rtltabifrbbon was soar.ed in 1994 il 
AdQs Aba!l3 has \!l;I<\11dOO k> toor SUb C/l1I!S. The 
~a:n has also bit!] oila:ad in ~ oIhet nas 
HoIra: ill(! Dire Oawa f2002J and Awassa (2000;. 

Orh::paedic and CleYeIopmenlal ch;:; SCf'oVlg more IhM 
2SOO cti:«en ... od .,out! willi IisabIi5es In idl:s AlOOa ere 
held ., coIal:lCtatDl Mttl TN M!lwa H~ptd. Centers fer 
0Itb0paed'.e <IIIl oIt)~ saMcH ~e iilso mcently 
been ~ in .,I.,~ OVId 0 l~ 08\Or<l k> serle IN:! ~n 
arod easIem ;;arts rJ tfIe CQjnby. 

Addresses: 
1. Add~ Ab.Jia-CBR 

P.O.80x89Gl 
T~ : OII 12>U·96Ii7 

091·125 .. 23-1 9 

2. OiIIOMil·caR 
P. O. 801 2598 
Tel; 075-1 12-QJ.!9 
~5-m -4g.78 

E.mail:<hHhlnl@ethionet.tI 
Dire Pawa·Ethlopia 

Addis Ab.1bH:th!22!. 

3. HarJr·C BR •. AWllua·CBR 
P. O.BoI424 P.o. 80. U66 
T&I: 025-506.u.5O Tel: 04$.22D-43-(1J 
E-maII:.chnhirtl@.lhlone!.tt 046-22145-32 
Hari r.Ethiopll E.m.1~:· chtshira@.thion~~ 

Awam ,·Eth\opia 

The Head O!fC2 o! CSE IS \cX:a(e(! In .t.,cils Abat;a Kir!lcs Ki~ 
Kelema KebeIe <!:l.'O3. house /i,J, 081 

Addren : P. O. 8013477 
Tel. 251 .o\l·5!ia·~&1/87 

251-Ott.5Sl-32·87 
Fu: 2Sf.Ol1· 551-71·4!I 
E-m ilil: dlHllire@tUlionetet 
Wtlnlle: _ .cht .hir,-.thlopla.org 
Addis Abab, EthloDja 

Contact Person: Gebremedtin SckeIE 
ExeculfiO OirecIor 

Cheshire ServUs Ethiopia Is aD independent 
organization woci;jng with ~ .:isabled; d Js a fill! 
~mber of CR,DA and CBR NetoMJ,t . 

Registration Hllmber 196 

October 2006 
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I 
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Cheshire Serv ices Ethiopia 

General 

Cheshire SeMces Elhirw'J:> (eS£) is ooe of Itle 
Cheshire Homes and Seri.ces around the world. ~ is 
affi liated with leonard Cheshire International (LCQ 
based in lordoo, sharing the bc~ef of encbIing ~ 
disa~1ed to achieve \heir full potential as Jr.t.agraled 
members 01 society. 

The organizalion was nrst established as dle 
Cheshire Home by Group Captain Leooatd Chesnre, 
Princess Seblc and Commandet Eskinder Dcsta, the 
grand cMdreo 01 Emperor Haileselassie in 1962. Th& 
Re/laljitatloo Centre was opened at Menagesha II'! 

1967, 

eSE is an independent. I1digenous. non-profif 
making, /lOfl·self·sesvi'Ig non goverrvnentaJ 
organization (NGO) worXlng kr the welfare and 
benefit of dvldre:n and young people >MIl <isab1ities 
{PWOs) in Etilklpia. 

Decision·making Body 

The General Assembly of CSE is !he highest 
dedsion-makng body. It meets e~)'ear III assess 
plans against ach~vements as wei as SivilS general 
ppl'ICY guldE5nes. The Board of Managemenl elected 
tram the General AssefI1b1y, is headed by a dla1lTlan 
and is responsible lor overseeing and IoIowing up 
program impIementati:r.. The Soan! 0: Ma-aagemeru 
appoints an Execuhe Director 'IItlo is responsible lor 
the uveTal mano!lijMlCflt of the org:snizalion. 

Legal Slaws 

CSE registered as an iIld~enoos NGO· with the 
former f..bnistry of Interior in 1965 and 1967. and 
again in 1998 -M1h the AssociaUon Regls1aOOll 
Department 01 the Ministry of JusUce. It has a 
general agreement with the Disaster Prevention and 
Prep;lredness Agency (DPPA), and a lripartite project 
agreement with the Mnistry 01 labolr and Social 
Affaiss (MolSA) and DPPA 10 provide need·baser! 
nationwide s'eMce to P'W0s. 

Vision 

CS€ v.;shes to see a "N!lId in wild! dis.DIily is 
prevented and PWOs coo pa~ipate equally and as 
M1y as pcsslJle olJle lie oI11le<,soOert, 

Mission 

Bring about atbludir.al change in socieft <lid P'o'.'Os 
by taktng afftrmam actoos lot irlcklsiYe opportlrity 
in Elhlopa through provision of rehabiIi1ation set'l'ices 
and economlc em~l 

Objectives 

CSE has !he foIowing objectives; 10: 
» Ensure ~at people witI tI:sat*\ties afe able to 

maximize their p/lysi:al and mental abllties. 
) Enable P\\'Ds to become hicpeOOenl and acti~ 

contributors 10 !he comnmly and society at ~e. 
}- Enhance access 10 pt1ysiottlerap~ and 

rehabititatioo seMces for people with disabililles. 
~ Empowcr )'OUIh with disabirl1leS to obtan better 

employment opportullity. 
}. Promote gender equality ~d social integration of 

pe/SOos with disatililies. 
)0 Enable communities to pmT.oIe and prolecl the 

rights of' people 'IItIh disabMes ItIrough dlan~ 
'Mthin ~ community. 

) ConlribiJte towards poverty redlJction and social 
induslol'l of pef5MS -Mth dtsabities. 

) Help maintain ful functioning of physical ~eallh 
among members oIlhecomlTUlity. 

• 

Strategies 
CSE /\as designed Ihe following strategies to achieve 
its objec!ive$: 

• InsHtutiooal-based rehatXUtaJon 
• Community Based Rehabi~tatioo 
• MJbiIe Outreach Collefllge, 
• Collaboration am axcl'lange 01 information and 

experiertce 
• ParoleMp and NeIwoOOn<J 
• Community participation at aI\eygls 

Major Activities 

• Admission of CWOs for physical rehabilitalkln 
• Production and provision of waIkilg.ai!s 
• Provision of CltJtreach service in the regions 
• Provide aocess \0 referral SIlI'i£es 
• Pl'O'«fe home based rehabilitatioo services 
• Promote ecYIy identmcatioo 0/ impainr.enl 
• CouflSeang 
• Awareness raisi~ 

. • Mvrxacy 
• Promo:e basic ~hts , self esleem 
• Irw:lusm CJ'ld integration 
• Sponsor ~1I1r3ri'lg 
• Proyjde educational suWJrt 
• Organize saving and credit schemes 
• Faditating IrcriIg il rehOOiIitalixl 



• Pue!llJ 1010'" Ibeir chUdnn bell and ",anllbe bell for Ibeir childnn. 

• Eacb family ,bauld bave the opportllllity 10 decide Ibe level of 
involvemellt they wiah in deciJiOll-maldn, for their child. 

• Puenlll mould bave ultimate roopon.oibility for Ibe c .... of Ibeir 
chlldnn. 

• to meOllraae pareDt declsloll-tllllkiDg 
• 10 encourage puent deeitlon·malcin, in partaenhlp wilb other 

team memOors (to utlliu family empowerment otrategi") 

• to asIst III IdeatItyIDg ItftJlllht 
• to usiot famili .. In idontifyln,lboir otrollJlba and buildiq Ibeir 

OWD. re.out'CCi 

• to pruride lDronution 
• to Inform, answor and advioo puenlll (to onconraae Informed 

cholc .. ) 

• to asIst III IdeDIlfyIDa _tit 
• to work In partaenhlp with panblll and chUdnn and help Ibem 

1deII~ and prioritlu> their !leech ftom their OWII penpoclivo 

• to ""n.1>oraIU with pueIIb 
• to coUaborate with p .... DIlI at oIIle.e" (can of Ibe individuol 

child; program development, implemeDlalion and evaluation; 
polioy formation) 

• to proYlde ...:.mble soni<ts 
• to provide oyllem. thai wiD Dol overwbelm familie. with 

paperwork and burooucnlic red IlIpe 

• to "' .... Information about the child 
• to uba.re compiete information about their child'.! cam on an 

ongoing basi" 

• Families ue diffenDI and unique. 

• Eacb family and family member ,bould 
be truted with _t (at individualt). 

• to raped families 
• to re.spect the value., withes, and 

priorili .. of familioo 

• to support families 
• to ICcept and wpport decitiono mad. 

bY famili .. 

• to~D 

• . \0 proYlde IDcIhidu8llud senl<e 
• to provide n."ible and indivldua!iz.,d 

lOme ... (and to roopoDd to Ibe 
cwaln, Deech of Ibe family) 

• to acc.pt .u,.enllf 
• to be 1oI0wlod,oabJe about and 

accept divenity among fami1i .. 
(ncial, ethnic, cultural and 
lOCioeconomio) 

• to believo ADd trDst parents 

• to commullkate clearly 
• to communicate, in • language 

underwtand.ble by p .... nt. 

• Optimal child filIIclionmg occnn wilhiD a 
oupportive family and community context: The 
child is affocted by Ibo streu and copillg of 
other family members. 

• The noodo of 011 family memOon ,boWd 00 
coo.aidered. 

• The iIIvolvomont of 011 family membero moWd 
be and 

• to "" .... ltIer poycbosodal needs of aD ....... ben 
• to couider aDd be aelUitive to the 

poycboaocial noodt of all family memben 

• to meODrap .... tldp.tI ... of aD m .... ben 
• to provido an onvironmeal thai eDCOnrAJOI 

the participation of aD family memben 

• to respect ... P .... sty ... 
• to respecl the family', own IIyIe of copin, 

without judgln, wbaI it right and wbaI it 
MOD, 

• to dkaIJ 4e use of comJI11IJIIty rapportJ 
• to onconraae family to family IIIppoIt and Ibe 

".. of DaInraI community oupport. and 
r0001U<" 

• to buDd OD stnngths 
• to recognize and build on family and child 

otrongtha 



Appendix 3.1 

Information Sheet 

Dear Parenti Guardian 

The Cheshire Services Ethiopia- (Cheshire Home) was established in 1962 by 

Ethiopian and foreign philanthropists to care for children with mental 

retardation at Menagesha 30 kilometers away from Addis Ababa - have adopted 

a Family-Centered Care orientation in providing services to children with 

disabilities and their families. A number of Ethiopian literature indicated that 

currently, the Cheshire Services Ethiopia provides CBR/intervention for young 

children with disabilities (mentally challenged / mental retardation , multiple 

disability, physical disability, visual impairment, hearing impairment and motor 

developmental delays/motor disorders) and their families based on this 

principle and values by expanding its dimension in eight towns including Addis 

Ababa. Relatively little is known whether families actually think that the 

services that they receive are provided in a manner that is sensitive to family 

needs. Thus, this survey study aimed at finding out the dimension of family­

centered carel intervention for children with disabilities: parental/ familial 

perceptions of care. 

The major aim of this research study is to find out whether the Cheshire 

CBR/Children's Treatment Centre/Program is guided by the key assumptions 

of the family-centered care l intervention. Thus, indica ting/ identifying the 

level / dimension of parental / familial perceptions of care, client/ parental 

satisfaction with the services given, and parental perceptions of the goal 

achievement would be the focus of the study. 

This package contains a questionnaires that a im to measure parents' / families ' 

perceptions of the services received from the Cheshire CBR Centre / projects. 



The title of the survey: Dimension of Family-Centered care/ Intervention for 

Children with Disabilities: Parental/Familial Perceptions of Care (Cheshire 

Services Ethiopia -CBR projects, Addis Ababa).The research is a partial 

requirements for the fulfillment of a master of Special Needs Education 

(psychology) at Addis Ab ~,ba University, and is done in cooperation with the 

Cheshire Services Ethiopia-CBR Centre. 

About half an hour of your time is required to fill out the attached family and 

child background form; responses from either parent are welcomed. Please, 

accept my apologies for taking up your precious time. Hopefully you will see 

this as an opportunity to express your views on the services that you 

used / received during the interventions. 

All information obtained from you will be kept confidential and the collected 

data will be presented only in general terms when the results are compiled. 

Please, do not record your name on the family and child background form or 

the return questionnaires to preserve anonymity. Participation is completely 

voluntary and does not affect your involvement with the CBR Center / program 

in any way. I am asking you for your permission to look at/to complete four 

types of questionnaires: (1) the Measure of Processes of Care (MPOC) 

Questionnaire. This questionnaire consists of 56 items with an 8-point 

response scale that measure how you feel about the care you received from the 

CBR program; (2) the Measure of Satisfaction/Client Satisfaction Questionnaire 

(CSQ-8). It consists of 8-items with a 4-point response scale; (3) the Goal 

Measure/ Question on Goal Achievement. It consists of only a single-item 

using a 7- point rating scale; and (4) the child and family background form. 

The Cheshire Services Ethiopia-CBR/ Children's Treatment Centre will receive 

a summary report of the results of this research by the fall of 2007. This 

information will be useful in evaluating family- centered care / services and for 



future planning. Please, be advised that the data will be securely stored in the 

department of psychology, Addis Ababa University at least for a five years 

period. 

Thank you very much for taking the time to provide your invaluable response. 

Yours truly 

24/1 1/2006 

Adugna Asfaw 

MSNE 

This project has been reviewed and approved by the Ethics Committee of Addis 

Ababa University 

Approved by ______ _ 

Signature ________ _ 

Date __________ _ 



Appendix 3.2 

Consent Form 

Research Title: DIMENSION OF FAMILY-CENTERED CARE/INTERVENTION 

FOR CHILDREN WITH PHYSICAL DISABILITIES: PARENTAL PERCEPTIONS 

OF CARE (Cheshire Services Ethiopia-CBR projects, Addis Ababa) 

Investigator: Adugna Asfaw (MSNE) 

Advisor: Dr. S .N. Dubey (Ph .D)" Psychology, Addis Ababa Univer s ity. 

Purpose: 

1. To find out h ow parents/ fa milies feel about the care or servlce they 

received from the Cheshire CBR centre/program. 

2. To look at how satisfied parents are with th e care or service they received 

from the Cheshire CBR program. 

3. To look at whether parents / families felt th at their goals were met with 

the Ch eshire CBR program. 

Procedures 

During the last quarter week of the program you will b e asked to complete a 

questionnaire that m easures h ow you fe lt about the processes of carel service 

you received from the Cheshire CBR program/ projects. I will also be looking at 

you r completed goal and satis faction measures that a re standard part of the 

CBR program/projects. Fina lly, you will be requested to comple te child and 

family background form / ques tionnaire, which provides comprehensive 

information on the characteristics of the child, and the family structure and the 

type of services reviewed from the CBR program. 

Risks/Benefits 

The results of this stu dy will help us to provide better care [or futu re children 

and their families . There wi ll be no direct benefits for participants. There are 

n o known risks involved in participating. 



.-
Confidentiality 

Records from this study will be kept confidential. No names or other identifying 

information will be released. All data will be stored in a secure location at least 

for a five years period. Any report published about this study will not identify 
.",.--

your child or yourself by name. 

Voluntarily I agree to participate. I may refuse to answer any question. I am 

free to withdraw my consent and stop my participation at any time. If I decide 

not to participate or I withdraw from the study, this will not affect present or 

future care for my self or my family. 

I have read the information sheet and consent form and this project has been 

discussed with me. All of my questions about this study have been answered to 

my satisfaction. I understand my involvement in this study. I have been given 

a copy of this consent form. 

If I have any further questions I can contact Adugna Asfaw at 0911 06 02 02 or 

0911 79 1209. If I have concerns about how this research is being done, I can 

contact Addis Ababa University, Department of Psychology at251-111 225949. 

Signature of participant(s) _______ Signature of witness ___ _ 

Date 24/ 11 /2006 Date 24/11/2006 

The person signing this form appears to understand what IS involved m the 

study and voluntarily agrees to participate. 

This project has been reviewed and approved by the Ethics Committee of Addis 

Ababa University 

Investigator: Adugna Asfaw Approved by ______ _ 

Signature _____ _ Signature _________ _ 

Date 24/11/2006 Date _________ _ 



Appendix 4 

MEASURING PROCESSES OF CARE (MPOC) STUDY CHILD AND 
FAMILY BACKGROUND FORM 

Please complete the following background questions about your child 
receiving services at the cheshire CBR and abou t your family. This 
information will be used only to describe the group of families 
participating in the survey. Your individual respon ses will not be 
::ientified in any way. 

1. How old is your child with special needs? __ . Years and _ _ month s . 

2. Is the child a D Male D Female? 
3. What is your child 's primary diagnosis, health or other specia l needs? 

Check (X) one only. 

D Acquired Brain Injury D Cerebral Palsy 

D Communication Disorder D Developmental Delay 

D Seizure Disorder DHearing Impairm ent 

D Learning Problems D Muscle Disorder 

D Spina Bifida/ Hydrocephalus D Visual Impairment 

D Prematurity D Other, please specify : __ 
4 . Does your child have any other special needs? 

D Yes DNo If yes, please specify : ___ _ 
5. How often do you have contact with the centre (CBR)? 

D weekly D monthly D 4 times a year 

D two times a year D yearly D less than once a year 
6. How long have you received services from the centre (CBR)? 

D less than 6 m onths D 6 months to a year 

D 1 year but less than two years D 2 years or more 
7. What type of service does your child and family currently receive? 

Check (X) a ll th a t apply. 

D Occupational Therapy D Phsio Therapy 

D Speech-Language Therapy D Social Work (Family Service Coordinator) 

D Augmentative Communication D Seating/ Mobility 

D Pediatric Clinic D Psychological Consultaton 

D Orthopaedic Clinic D Program Aide 

D Daycare D Parent Group 

D Other, please specify: _________________ _ 



8. Who do you consider as the main coordinator of services for your 
family regarding the special needs of your child? Check (X) one. 

o self 0 spouse 0 other family member 0 friend 

o center (CBR) family service coordinator 0 other center(CBR) staff 

O community professional/advocate 0 Other, please specify: ___ _ 

o nobody 
9. What language is spo ken most often at home? 

o English 0 Amharic 0 Afaan Oromoo 0 Tigrigna 0 Other 
10. How many siblings does your child with special needs have? 

Sisters [indicate age(s]: Brothers[indicate age(s)]: ____ _ 

11 . Please, indicate if you are a 0 two-parent or a 0 Single-parent family? 

12. What is the highest level of education completed by each parent? 
Answer only for yourself if you are a single parent. Check (x) one level 
for each parent. 

a. No schooling 

b. Elementary school (grades 1-8) 

c. Some high school (grades 9 -1 2) 

d. Completed high school 

e. college graduate / comerce school 

f. University graduate/ degree 

g. Above university graduate/ degree 

13. Are you currently employed? 

MOTHER 

o 
o 
o 
o 
o 
o 
o 
o Yes 

If a two-parent family, is your spouse 

currently employed? 0 Yes 
14. Where do you live? 

o ity of Addis Ababa D nearby city of Addis AbabaD 
Region 

FATHER 

o 
o 
o 
o 
o 
o 
o 
o No 

o No 

other Administive 

Confidential when completed 
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PROCESSES OF CARE OUESTIONNAIRE 

We would lie to understand and measure the experiences of parents who have a dilld 
with a disability. In partlrulat we wish to know about ~ perceptions of the care 
you have been receiving over the PMt year from your child's Treatment 
(RehabUiIatioa) Ceutre. 

The questions In this section are based on what parents, like yourself, have told us 
about the way care is sometimes offered. We would lie you to Indicate how much 
the event or situation happens (or doesn't happen) to you at your treatment centre. 
You are asked to answer esch question on a scale from 7 (To a Great Extent) to 1 
(Never). 

The care that you and your child receive from the Centre may bring you into contact 
with many individuals. The questions on this form are grouped by ~ these contacU 

. are, as deacribed below. 

1. PEOPLE: refers to those individuals who work directly with you or your child. 
These may include psychologists, therapists, social workers, doctors, 
teachers, etc. 

2. CENTRE: refers to all staff from the centre, whether Involved directly 
with your child or not. In addition to health care people they may 
Include support staff such as office staff, housekeepers, administrative 
personnel, etc. 
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The following Is an example of the kindJ of questions you will be asked. 

This ,example also shows what your answer could mean. 

indicate how much each event or situatioilluJppens to you. 

TO WHAT EXTENT DO THE PEOPLE WHO GIVE YOU 
QUESTIONNAIRES ... 

provide you wiIh cle8r instructions on how to complete them'! 

Tot 
Oreal 
Bxtoot 

7 6 s 4 3 2 

If you circled 17 (To a Great Extent), it means that the people who give you questionnaires provide very clear 
instructions in what they ask you to do. 

If you circled #4 (Sometimes), it means that the people who give you questionnaires are clear in what they want 
you to do some of the time, and some of the time the instructions are not clear. 

If you circled #1 (Never), it means that although you have received questionnaires, the instructions are never 
clear. 

If you circled 10 (Not Applicable), it means that you have never received a questionnaire and so you cannot 
answer the question. It does not apply to you. 

Never No( 
Applicable 

1 o 



~ lDOCa........a..o.v.Ncw ..... 'C t nw-Ia-dlu.i. Page 3 
_~._Oooodo U.UI[I CANADA 

We would like you to think about your experiences over the past year at your child's Centre. We are interested in your 
personal thoughts and would appreciate your completing this questionnaire on your own without discussing it with anyone. 

For eaclt question, please indicate how much the event or situation happens to you by circling one number. (from 1 to 7) that 
you feel best fits your experience. When answering these questions, we would like yo to think about the Centre from which 
you fint found out about this study. 

For ~y reference, we have written the name of that Centre on this line: tG!:-eJW(!../ s:::tJ p c).· ... ;( h IS ' 
_,.-:- 'OJ:S;;C ,. 

. I r-cA{N ,_-f CI~\.-IYL 

PEOPLB It fers to those individuals who work directly with you or your child. These mayinclnde 
teachers, psychologists, therapists, social workers, doctors, etc. 

IN TIlE PAST YEAR Indicate how much this event or situation happens to you. 

TO WHAT EXTENT DO Tim PEOPLE WHO WORK WITH To. S<ometim .. Never 

YOUR CHIlJ) ... 0ta.1 
IIxImt 

1. suggest therapy plans that frt with your family's needs 
7 6 :; 4 3 2 1 and lifestyle? 

2. fully explain treatment choices to you7 7 6 :; 4 3 2 1 

3. offer you positive feedback or encouragement (e.g., 
7 6 5 4 3 2 1 In carrying out a home program)? 

4. explain things to your child In 8 way that your child 
7 6 :; 4 3 2 1 understands? 

S. ... take the time to establlah rapport with you or your 
7 6 5 4 3 2 1 child when changes occur In your services? 

6. ... discuss with you everyone's expectations for your 6 child. 10 that all &&ree on what b best? 
7 5 4 3 2 1 

~:'~'~'7 ,",\ --.u:a 
_. --- :at -- wC:;;:C;::;;:;:;;W:W'¥# ZCaLZLA&&U1!Z .. ", h 

Not 
Applicable 

0 

0 

0 

0 

0 

0 
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IN THE PAST YEAR Indicate how much this evellt or situation happell5 to you. 

TO WHAT EXTENT DO THE PEOPLE WHO )VORK WITH To. SometiIllCl Neve.- Not 

YOUR CHILD ... Oroat AppW:ablo 
I!xIcaI 

7. .. . make sure that your child 'a akIlb are known to all 
petIOll5 working with your child, 10 tho skills are 7 6 5 4 3 2 1 0 
carried across services and service provlden? 

8. .. . tell you about optlollA for treatment or services for 
7 6 5 4 3 2 1 0 

your child (e.g., equipment, school, therapy)? 

9. .. . ac.ccpt you and y'our family in a llOr\ludgemontaJ way? 7 6 5 4 3 2 1 0 

10. ... provide ideas to help you work with tho health care 7 6 5 4 3 2 1 0 
"system"? 

11. ... rec:oplz.e tho demands of caring for a child with 
7 6 5 4 3 2 1 0 

special needs? 

12. ... trust you lIS tho "expert" on your child? 7 6 5 4 3 2 1 0 

13. ... look at tho needs of your "whole" child (e.g., at 
mental, emotlonal, and social needs) instead of just at 7 6 5 4 3 2 1 0 
physical needs? 

14. ... show sensitivity to your famlly's feelings about 
having a child with special needs (e.g., your worries 7 6 5 4 3 2 1 0 
about your child's health or fI1uaion)? 

IS. . . . anticipate your concerns by offering information even 7 6 5 4 3 2 1 0 before you uk? 

16. .. . make sure you have a chance during visits to the 7 6 5 4 3 2 1 0 centro to aay what is Important to you? 

17. ... let you choose when to receive infonnatlon and the 
7 6 5 4 3 2 1 0 

type of Infonnatlon you want? 
!I!; IIS -----
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IN mE PAST YEAR IndJcate how much this event oc situation happens to you. 

TO WHAT EXTENT 00 THE PEOPLE WHO WORK WITH To. Somotimoo Ne:wsr Not 

YOURCIDlD ... ar..t ApplieabJo 
ilxIalt 

18. ... remember personal details about your chlLd or family 7 6 5 4 3 2 1 0 when apeaJdng with you? 

19. · .. tell you about the reasons for treatmtnt or equipment? 7 6 5 4 3 2 I 0 

20. ... follow up at the next appointment on any concema 7 6 5 4 3 2 1 0 you dlacusaed at the previous one? 

21. · . . make sura that at least one team member Is SOlllCOllC 

who works with' you and your fam\ly over a lorig 7 6 5 4 3 2 1 0 
period of limo? 

22. · .. provide opportunities for you to make declaloruJ about 
7 6 5 4 3 2 1 0 treatment" 

23. ... aruJWer your que!tioruJ completely? 7 6 5 4 3 2 1 0 

24. ... explain what they are doing when you are watching 
7 6 5 4 3 2 1 0 your child In therapy? 

25. .. . recognize that your family has the final say when 
7 6 5 4 3 2 1 0 making decl.aiona about your chlld'a treatment? 

26. ... tell you about the remIta from aueuments? 7 6 5 4 3 2 1 0 

27. .. . provide you with written inforination about what your 
7 6 5 4 3 2 1 0 child Is doing In thenmy? 

28. .. . consult with you when diacuastng equipment oc 
7 6 5 4 3 2 1 0 services7 

29. .. . provide a carin& atmosphere ~ than just pvc you 7 6 5 4 3 2 I 0 Informatlon7 
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IN TIlE PAST YEAR 

TO WHAT EXTENT DO THE PEOPLE WHO WORK WITH To. 

YOUR CHIlD •.. o-t 
Il:&Icnt 

30. ... tell you details about your child's wv!ces, such as 
the reasons for them, the type of therapies and the 7 
IenJIh of tImo? 

31. ... treat you as an Individual rather than 81 a "typical" 7 
parent of a child wiIh a dlaibility1 

32. ... develoV both short-term and long-term goala for your 7 child? 

33. ... treat you as an C:IIIlIl rather than juat 81 the parent of 
a patient (e.g., by DOt referring to as "Mom" or 7 
"Dad")? 

34. ... plan together 10 they are all working in the same 7 
direction'! 

35. .. . make lure you have opportunities to explain what you 7 
thlnlc are Important treatment goala? 

36. ... make you feel Ilko a partner in your child's care? 7 

37. ... make sure you are informed ahead of limo about any 
changes in your child's care (e.g., theraplata, 7 . 
programs, equipment)? 

38. ... help you to feel competent as a parent? 7 

39. ... provide you with written information about your 7 child', progreaa? 

40. seem aware of your child's changing needJ 81 he/she 7 
grows? 

~==R 

o 1995 WPOC~OtaIIp.Naw"" ,," $ tcn.:.bJ ..... Uail 
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Indicate how much this event or situation happens to you. 

SomeIi.- N_ Not 
Applieablo 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 S 4 3 2 1 0 

6 S 4 3 2 1 0 

6 5 4 3 2 1 0 

6 S 4 3 2 1 0 

6 5 4 3 2 1 0 
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:m THE PAST YEAR 

TO WHAT EXTENT DO THE PEOPLE WHO WORK WITH 
YOUR CHILD ... 

41. ... provide enough time to taIIt 10 you don't feel rushed? 

42. treat you and your family as people ~ than as a 
·case· (e.g., by oot referring to you by dlagMslt, 
such as ·the apastic dlpleglc·)? 

43. listen to ..ww you have to say about your child's 
needs for equipment, aervioel, etc.? 

44. make themselves available to you as a resource (e.g., 
emotional support, advocacy, Information)? 

4S. ... give you information about your dtlId that Ia 
consistent from penon to perIOn? 

To. 
a-t 
Bxtent 

7 

7 

7 

7 

7 

- - ------------
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Indicate hOW much this event or situation happens to y'0u. 

SomeIi l1'IIlI NOYOI' Not 
Applicablo 

6 S 4 3 2 1 0 

6 5 4 3 2 1 0 

6 S 4 3 2 1 0 

6 S 4 3 2 1 0 

6 5 4 3 2 1 0 

CENTRE refera to all staff from the centre, whether Involved directly with your child or not. In addition to health care professionals, 
these people may Include support staff such as office staff, housekeepers; admlniBtrative personnel; etc. 

IN THE PAST YEAR 

TO WHAT EXTENT DOES THE CENTRE WHERE YOU RECEIVE 
SERVICES ... 

46. ... have infonnatlon available to you in various forms, such as a 
booklet, Idt, video, etc.7 

47, .. . have support staff that are poUte and courteous to you and 
your family? 

To . 
a-t 
II:dal1 

7 

7 

Indicate how much the event or situation happens to you. 

Sometimea Novo< Not 
AppUcahlo 

6 <: 4 3 2 I 0 .' 

6 :; 4 3 2 I 0 
. - .----
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IN TIlE PAST YEAR 

TO WHAT EXTENT DOES THE CElIjI'RE WHERE YOU RECEIVE To. 

SERVICES ... <heat 
!lxIeat 

48. ... give you Information about the types of services offered at the 7 
Centre or in your community? 

49. ... promote family-to-famlly gatherin&a Cor social, Informational 7 or Ihared experiences? 

SO. ... provide opportunities for special gueata to apeak to parents on 7 topics of Intereat'1 

51. ... provide support to help cope with the Impact of childhood 
disability (e.g., by advocating on your behalf or InConning you 7 
of assistance programs)? 

52. ... notify you about the reuona for upcoming case conferences, 7 
meeting., etc. about your chiJd? 

53. ... have Information available about your child', disability (e.g., 
7 Ita causes, how It progreaaea, future outlook)? 

54. ... provide advice on how to get information or to contact other 
7 parenti (e.g., Centre', parent reaource library)? 

55. .. . provide opportunities Cor the entire family to obtain 
7 information? 

56. .•• have generallnCormatlon available about different concerns 
(e.g., fInancW costa or as,lstance, genetic coumelllng, dating 7 
and sexuality)? 

• 1991 WPOC I.~Gtaa,.NGWcd lll 1 p .'C'bh' ..... UBk 
w.w._~._~ WID CANADA 

IndlcaIe how much the event or situation happens to you. 

Sometimoo Nov ... I Not 
ApplJcalili> 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 I 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

6 5 4 3 2 1 0 

Please continue to the next page ... 



___ h_ ' · - ~mioOC~·a.-..N_""'l ' n" 'a-.u. -1laIwomIrr. __ usal CANADA 

ANY COMMBNTS: 

What is your relationship to your child with special needs? 

O' Natural Mother 0 
o Stepmother 0 
o Adoptive Mother 0 
o Foster Mother 0 

Natural Father 
Stepfather 
Adoptive Father 
Foster Father 

o Other Guardian, please specify: _______ _ 

On what date did you complete this questionnaire? 
clay/molllbJyear 

PLEASE CHECK THAT BOTH SIDES OF ALL PAGES ARE COMPLETED 

CONFIDENTIAL WHEN COMPLETED 

Page 9 



Appendix 5 

A~ ~"l1~ .f'''lra>-1/rnlJA '1-~.,.~ fh'C;~1 n.f'.f'11 'LY..~ 

rOJZ.ODllh~ ODm,ec} (Processes of Care Questionnaire) 

ml.u crom,e:,' I' ~1!-JtI ')'Pr','';' tlP.l OJ"P.l fl).. TOJ ''} I' ~1 I'rtl 'U'.+ 
tI 9" .1';.( 1''T''nC') tl "'l OJ:" '1 tl"'I'l''1'}' 7, 'ftitl '}: : fl 1·tl,e9" tl"'lOJ1' 1'9°'} 6. tI ') OJ· 

',. p,.e "t\4. + 0, cro ;H ' fl Ti'i I' C n 11 tI '). Pr T <;' rh ~ '1 + "'l <J; <J; "'u' "'lo h tI 

(Ch esh ire Children 's Treatmentj Rehabilitation Cen tre) c'Lu."l"~T' v· 

M'/flLOJ' nff'H n,cPr;r 1''''l.Jl'''llv·'} ()~ 'I' 7,'}5';·htl(J·tI'} 'JOJ·:: 

I'tLu n~tI crom,e:,' I'a'/. 'TuLrIIOJ' 7,c()91,} I'cro<'lM· OJ"P.l· "'loM· fl 1''1. ItOJ' 

tl/,11t1 ')'Pr 'I'~' tl P.;f'f·V · MO'l,f.l';C"l"lv· ~lf\'1,n,CPr;r 1'00000m·'} nM'yr'I' ",e 

'/OJ·:: \'1IC1IC crom,e<l!9" Oll.,e o,""'l mloM· tltlP.;J:1,V· 1'0'l,N .C') OJ· I' ~lf f11 

'U.+ v ·'I. ;r 9°'} futl ~1'r ;JIl.lnCh. 7,'}.I';V"/ OJ,e9" h,}PrtlV'~ tl"'lOJ1> MV"/ 

h M"5'; 91/ T'1"nC'91 Ilcro'/<'l'I' 1'0000mN+'} flo 7-'/'1'(1':;: ()h,tI cro m,e l' h7 

(h"'l.6.c'l7OJ· fl",e/ hfl<t fl",e) Mh 1 (<i:(J.9") 9""7i91+ '} 'I' 'I' tl" h1' omOJ' 

UJ'}mL1r OJ·()'I' croCmOJ' flcronfl{] 71 ,}Pr.o m· 7, '}m,e:Ptl,} :: 

7,C()91'1 tI'f:91 h"'loM' 1'9" ;r7~ 1~OJ' ~17t1 "lc'l" :t-/ hC Pr;t· h'flI1, "1 M(1')"- /I''''lohc'l' 

u'6·Fl,01, ;JC 7,'} .~7·7CJ7· f{]'}.I';' ,<;1'J.tI :: flIt.U crorn,e:p/:,'7\ " ,e I'",om·+ 

1''1' " 'I:91-:'~ 11C11C 1'9°'H '1 n·· V·'} ''It'bo(1:Hflocro' ('91l'1 "'lohtl "''Po" , ~. 

fl1 'crot'lhTOJ' aoUJL'/' flV·tl 'I' 'P'1 '1''1 9"5';(1-:'~ flcron 6. tI ~11>CC).tI:: 

1. o91l/ PEOPLE : fllt.U '1''1 + /cro m,e:,' croUJL+ o91·.y, 1'0000tlOJ' :PtI h7,C()91CJ 

htll':·91 ;JC M'I';/' 1''''L'l'1''i' '7o,o(1l'}/ rttlao. f 91:-;~'} fcroon;/'tI:: 

,eU9" 11C~ <'l,e/1c'l~~() 'I~ l'} : -1;t- T{]+ 1''}: l''''lUflt-'E !IC~ 

06' l ' '1' l ' '} : f!. n l' C' -:". '} Irh h. 'T 0 l ' '} : cro 9" U t- II : OJ .It ' I' '} ... 

fm'!/' tI"tI: : 

2. "'lahti/CENTRE : fltLU 'I''1 'N cro rn,e1' croUJL'/' "'lolltl 1'0'l, tl OJ' :PtI 

htll':'91;JC M'I';r aotlll· ,e7'1·7·9" ~, ,e 7'17' l''''loM' UJt- ,,.-tf'l'}/ 

I'();r~ M"+'} flcro·tl· fm,!/'tI"tI :: ,eU9" tlC~ flmS ~lmflfl1> 

P (r h T UJ "'l<;" "1 t'bc'l(l 1-/ fl tl cro· f 91 ~T' fl 'I' bl;), a'l t I' O'l,f m:P tI" T OJ· 

l''''loM· ~1f'ir uJt··I''tf'·.y,'} (Support Staff): I'QC' UJt·1,'tf'l'} 

(Office Staff) : 1'f),'I' rnfl'/;~l'-'} (H ou se Keepers): I'M1·Pr5'.C 

UJt+?;"l' '} ( Administrative Person nel), OJ.ltT.'} ... '/OJ·:: 



J 

2 

3 

4 
5 

6 

7 

8 

9 
10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

!2 

D 
:4 

.eO') hN·)·fu.~~- 09''') !'VA .<L~/~m1 

h'H?o,L'/'OI'l· n'}J.;·'} uoCmOJ' Ooohn·O j'nvt\11'I: 

~ I I "1'11-.)- '1an;1"r h)'CIl9' tlf: ;>C f,0<' f',O<' OfD'f-/11f!00'YfD1'· 09"1 J'utl <: 
:~ I 0:: 

Y, l}l/ooml ... .~ tl eo:: <0 
.,. 

"J: .-<: it-= 
<: - ~ <: 
..o~ tl !,.. E ~ r<: <> <b 6 ~. J:O:: .-<: ;;. 

... 110,'I-0 ·OfD ~"? 'I- <;' ('rhf,rv'1' 1,""1""1 ifil,)S.C II )',O.! ;>C f·I- unflJm', 
f ·t;t-T. ,Hy,- l,rv''l' ' i'fD' 01-'7I1C 'I-C'! 'oo'1't:\? 7 6 5 4 3 2 1 0 

· ... ftl'f:fDI (' m,I''''- l,rn'lO'~ ' I,Y$'11 1 {')"nlllJ[l. 11 Y~fD 'VI 0'1-170 1'111 '1-
1,"'I(rr."·l·1 .P l'l oo;J-I1-l- /YM"19" 1,,}I1,} 71'1') M':C7(D·tl9';J-tl? 7 6 5 4 3 2 1 0 
... nfl. (D.e9" M l;J")' 9",,'ij f, M l1 fD ;J-tI (1'\9" 1\1'\. :_ {,O, 'I' OJ·Il'l' fM"fD 
('m. I'd- l,rnI10~'<;' 1,.e.P7' TC''7t·9'' 001rv'''l'r 1,!l.Y)? 7 6 5 4 3 2 1 0 
... tI'f:fD'} O°'L'l'lOJ·(I1 ·r) anti 11· ~ 'IC") 'I YOl-'l·;J-tI (-!l. ;J- A)? 7 6 5 4 3 2 1 0 
... t'II,Cll fD<;' I'IA 'f:fD 0"'l.!'.L7OJ· nn'H/ fil7A'7I'1'+ 'L .\'. .J- 1, 'I-'lT 1'1 OJ· 'l' 
(tM·j-; 1,11. OJIlY,OJ' M &. "1,OJ·'} tTC-l- y.r.C7·AfD;J-t:\? 7 6 5 4 3 2 1 0 
... M':fD,} o '1-00 I'IM' U'I'I'9" O"'l.rn ·O·/d- ONH.1-1 1lh.1· ".e OuvunlJhC 
' I'oot-q;<",-l- I1l'1m· U<'\'O ,,)', )',1l"'l°'II'I '? 7 6 5 4 3 2 1 0 
.... A f:fD YI'IOJ' nUI'I"1' nt1C1 · O"'l.M· OfD ') : U'I'I' WI.\'.' 1, .lt;J·OJ·J' 1lI'I 00> .1'. l 'I' 
I,C'7rn<;' "fDT? Ouvlf7-9" .e·!im· nul'l'+ o "'1 .. 1'. L '7 1'1 .)- ( " :r) \' I, Y .P71 / 
('Il7A'7I'1'+ 'L,I'.-lS 117 tI '71'1'+ 0 r.L1, fD"'" Oh·tI )', /l\'ll.9't:\? 7 6 5 4 3 2 1 0 
.... l'It1 f : fD 1lt'I"'I .. r.l 'lm· I, ,}11 ·OIJO.II~Y .P7!' 1,'ltI '71'1"'1- t'I),C IlfD .0"'1 M ' 'I'OJ</' 
)', 'I-110t· l'I· (1'\9"<'\1'1" llt'I 'I- t'lY(~ """·I,{l ·b -l./ n. .)-; 1;t-,[ 1,7t1'7I'1"'/-)? 7 6 5 4 3 2 1 0 
.. .. YI'I il'}-'I ')' 1,Y:tlfD )'CllfD,}<;' O, 'I-O'OfD ,} YN.t'I-/ YIl 'r <;'"I-'l I'I' ? 7 6 5 4 3 2 1 0 
.... OrnS l'IIlI1f1'l'i. I,Y Y11 IlC'I1' I,Cll fD,} l'I anC-'H ' O"'l .. t'.L ·Irv· PI/' no. 
U<'\'O OO'I~M'/ O"'/ 'I'l'O )', ·I·110t ·I'I·? 7 6 5 4 3 2 1 0 
.... AI( 1J'}111'1.! ~"7'J- Y" TOJ' '} ;h4 ~' -l- 1>-l- I1 "F- o "'1<'\ Y, '7 ill.! .e f '''U<'\ I( 'j' 
. ,- ',I) 7i ".). '! 7 6 5 4 3 2 I 0 

· .... OAf-·fD 7·P.)', " h,I1IlTC ')-" I, ,}J.'.lf~ · O anl.~ ·)· 1,~·"'C' ·rI l ,n'f1C'-l-
,e'fCfD;J-tl/ ,e o'l' fD;J-t:\? 7 6 5 4 3 2 1 0 
.... hil ll"'e ":"71- )',tI "'1 0(701'11\ ('tI 'f:9',} ilm.9'".e ~"7'rt 1n'll'\. l'I ,e ' rOJ ' 
YOJ'j'I'I',} (M"<,\I'I" 0I,I,9"C': OI"q"'li <;' tI ' O"'luOt- 'p' ~"7')- U:<i)? 7 6 5 4 3 2 1 0 
.... M ~"'d- I1l'1m'(" 'I-) tI:~'9' 1"1",<,\ fO,'I-O'OfD Il"'L-r 1, /-'1 )','/," ·I-7fl.OJ·'} 
'l''}j''I, YY,C;>I'I' (M"<,\I'I" Ilt'ItI :~fD m. I~ 'r OJ)',?" U'I'I,}1S'P' 11,}'1"" 6J:." 'HT / 7 6 5 4 3 2 1 0 
OIl 'r)? 
... IloornN fD 0~'1- ), 'II.! fl.1f'} tI)': fD '} 01'oot'll1'l- 1'1. un ") 1lt'I"'l. :h'lOJ' M-'tll 
I1Il ·rf·"'" ;>"~ 'r)- 1,,}-'lI'I'OfD-l- onL:<i/ 1,.,}G:Co~7i'I )',o'l'9';J-tl ? 7 6 5 4 3 2 1 0 
... 0'1 .. 0:"'- OJ'P1' )',m·j'oo'i'tI ·0 1'1 OJ· 1lt'I '"L'l9" '1, '1' 7'-'1)', 1'1 "'10M· 
U<'\ 'O/M'I- Yf~- f"'l;~/"O ),Y,' tI 1".1'.' Y7"i· OI,C'7m<;"r)- f"'70L;J-;J+ '0.9")-
M'fOJ'? 7 6 5 4 3 2 1 0 
.. .I, ,}G:C"'l.O'I 09"om'0 'J- OJ~':r<;, f 9" 6. t:\'1'1- '} 'I)', H - /, lb.co~·iiI Ilrn)','I' 
r009"/.'l' (TO 'OT )',0'l'9';J-tl ? 7 6 5 4 3 2 1 0 
... 11/£/-"9' ;>C fIt'I tI )" fD~' O,'ro 'OfD 9"llhC O9";J-.\'.O·O'r OJ·H - 1lt'I'7t1 
"'I,}~ ;J- ;fro· / Y (), f,OJ + ;J- (.lJfOJ· YIl 'I·m·<,\I'I·? 7 6 5 4 3 2 1 0 
... fIt'ItI 'f:9' I,YYl ill, 'I!J'O)lO, rv)',9" \" 1' <'\ </,{l 1'· illll ,J>4>9" 9"h/Y'1' YIlU'fD;J-tl? 

7 6 5 4 3 2 I 0 
... -" ,'-'.9" O.tI 'I-a o)lnlOJ' 1lt'I',OlOJ' , tl J'.'fD l f"'l. un 1'1 h 'I- o~~' ;I' m'9u 7·P. )', 
0"'L4''l'I'I+ Nrn C' m¥-l- h,H-tI YJ' .. C;>n-? 7 6 5 4 3 2 1 0 

· o.nll I,,}Y: ('"~0/1t'1· rO')!'1 Mt:II IPt·'r'i' lt19" "t'1 7.1~ hl,CllfD (; hO,'I'O'OfD 
;>C f "'LIP t·/f9" -l. UJ t- Ilt'I I7O If ',. ), C '7 rn <;' <;' ;"OJ'? 7 6 5 4 3 2 1 0 
... MM:9' rnS"'1 hy,pl/l 1"n'OIJO, 7,p.,e (' ooro011 fan9"t+ "'7S 
/1 ')-'t "lm '~ M: tI )', o'l' fD;J- t:\? 7 6 5 4 3 2 1 0 
... f9u m.e'Id-'1 'l',P'I: 0 0.1'1' 00'0. 1'1 . ,ef7otlO ·tl9' ;J-tI ? 7 6 5 4 3 2 1 0 
.. .t:I:~. fD '} 0'1;(.. '[ ;.u (,. 'U'.'j- m</"1' O"'L"'> l'Ih 'I,O'J- I,;> "l°'L Ilt'I 'L g .• J; 

YOU: fD ;J-t:\? 7 6 5 4 3 2 1 0 



25 ... 1' tlf. J'D, mSO'/ M' .1'111 n"'!. an 1'\ h 'I' ro,·/'/'I 'OJ'D /,~~ 'r fO'l.,NCO·T, 'I/o. 
I IJt)·O .I'M",?" ·/.~ ·O J'Po?"flJ, ~:'Ptl l .e"'Wlr'l'tI '! 7 6 5 4 3 2 J 0 

26 ... h "l?"'/"'/ \' o'('f';(O.') (INIl,+ o (O'H, ft)(O"" P' ;J·tI ? 7 6 5 4 3 2 J 0 
27 .. , tI :~. J'D , O'UT P'/" V !. ,I, uO P'!'. + YIIOY) ), ,&:co~m I,MIlOm' o)"''/, .<t: i 

an tI h .e II l' J'D ;I' t.I? 7 6 5 4 3 2 J 0 , 
"28 ' ... IlM<'l'I,(1·)· Mn"''''' ?", Idtl "}II" '" 1,l'\fI]1' ')·,I.~.e MCIlJ'D ;JC 

i "" " t·c o(O·I,," /',"H(O· ,emY J' II' ? 7 6 5 4 3 2 J 0 
29 .. .I, ,&:C~'Ii, M ' hanll/1l'/' ,eM' ti l ' J'D, nI,'7~O' h" 'rh .. f, S' ,~c!, 

I'",/(O.fl] ,r., P't· yun~fll'? 7 6 5 4 3 2 J 0 
30 - ., ,II (.\'f!: 9' M"'U'.L'/m· Idtl"l I'\"1'l oCPo;)' ; MO, )"J'.°'/.LPo, ; \" ': t- T 

I,/tl "11'\''')- 'l.eH'.)'· 'h, \'111,(0" C1'o~", l' u nt)M+ ') 01'tI·H' 7 6 5 4 3 2 J 0 
.e '/ t.\O. tI J'D ;J' t.I? 

31 , .. ),C1lJ'D, "h'l.e ', '1'>;'(0'" \' 1,I]tI 'l.p, ~,~ {; : til- (O~ :f .etl ·» ), ,,~ 0'II>;'m·9" "11'1.11 '0 
.I'll '" ,'7 Y;' J'D ;J' t.I'? 7 6 5 4 3 2 1 0 

32 ".l'\tI:~· J'D n"1~C, \'';' ''' If't,:~· ?" M.~· O",/(O·fl] ,/, P't· ~.e y(O.~ I'\. ? 7 6 5 4 3 2 1 0 
33 ... 1' 1,l]tI 'l,P,'-/~ <j' tI:e:· ),}Pol'\m' (O~:e:' t) .elf' , lla'/,}?'~ m'9\) "11'\,('\ 11 'hh,tI 

.I'll ,',S'''I Y;' J'D ;I' tI ? 7 6 5 4 3 2 1 0 
34 ... O;Jt· fan9" t-'I' O'oCU ~ .e OananCh"l/ h'hCIlJ'D ;JC O(OtI y 'MI'\·? 7 6 5 4 3 2 J 0 
35 .. ),cIlJ'D \' 0'1. .I' an ', r.r.t; ,I' (O.e?" f?"NCO+ Ut)·O I'\mS"'/ I' til' M .1'11 Ilh,~' 

I W'l9" m;J,OlL anlf), ,) O<ry on, \'an "11'\ 0 o.~· I'\ · ), ,Po,Y17' M<ryO L ;J';I'r(O' 7 6 5 4 3 2 1 0 
'hC"Im':",~' ? 

36 ... OM:·J'D m.S' ''? 1,.1' Y111'h ')h·01]0 . l ·Po.e )' /Y;r ;J(r l' 'J' ?" IT "I C ". I] <\-.e 
yv. J'D;J' tI ? 7 6 5 4 3 2 1 0 

37 .. . \'M'·J'D' m.(;°'1 /,f fll o "'L an 1'\ 11 '/' UOj'}~·ro·?U I'\ (OJr 1l.l1il '''' 1.11." Y;' '!'' ! 
(O)tYm"" r"'/t)m", t.l?0.r: ~.e ),C"Im>;' M O'Dlf, (M"t)il.' f ,/: t·TM"h \'7 7 6 5 4 .3 2 1 0 
C'''I!'·'!'')·· ; \"',0'1",(1:)" I'\m'1') ? 

38 ... ), 1.~(O~:f \" O",'d' ICompeten tl' Ot- Il f """ ,.<ry 0'0 ' ) Il~+ ), ,K'Y.<:·C ·OJ'D+ 
.e L.r: J'D ;I' tI ? 7 6 5 4 3 2 1 0 

39 .. .t.I.~'J'D 0\'111,(0' f°'LJ't)l'm· ')1 1'0'1.;)'0'1 I'm·, 0'I"~f\ t.II 1'1(0'1' O~,u,<t: 1" '·Kl •. 
. onLXi/'h,&:c"'L"1iI .eil1'J'D;J't.\? 7 6 5 4 3 2 1 0 

. 40 ... tI 'f:P' ~ .~l CI-) ",1'C t'lMPo.1l hll ""I''''''1 'nC' ·,,-1 M(fl '1' f°'l.Y.~C '/(O" 1 
1''''/.;J' !'.C1(O' ') ·lll~t'l./<t:~7 ')' \'O'oLM' ' rd' ? 7 6 5 4 3 2 1 0 

41 ... "1,,)-,,;), ) 'U' /4'CCQ')'U' I'Ot'lm .e7M'/' H,i:' o "'L,f" , ;J"IC J'D'l' (fl'I" '" n·t 'W, 
0 0'0(0.1\.(': ',(fl")? 7 6 5 4 3 2 J 0 

42 .. .I, C 11 J'D ')<; O. ", ill1 J'D, \' "'/. ,r M,,"I-5, .). U, 'h,K <ry,'f(O'9" '/'Po .e/)1Il 'r1' 1 U"L;J' i 
t).elf, )" .~il ·O 'l'l?(fl· Ilm·(.'h ;J 'P.(fl- il J'D ··)··) ', (fl·')? 7 6 5 4 3 2 J 0 ! 

43 ... M ': J'D il" ' Mi'. 1'il,t)·',(1·) · ; Idtl "I 1'1 "f" h (0.'1.-1' . ,P t'l(fl' , (y~+,) ~uC.e1 
<t:'l'!'l' 0"'0'01'111 ," f9".NCO+, Ut),O 0"', 0'1',6.11 ,I',<I' O~t'l· ? 7 6 5 4 3 2 J 0 

44 ... t'l'hCIlJ'D tN" (fl. , , ), ,!,,,rt: ;J<t:1 1''1t1 "11'1'''/' ilm, Mt.II 1,I] tI 9","1." (')'''IC'-l-
"'If MY) I,K·C, m· f~;J'tI (M"t) t'l , ' f'h'l"'!i,tI .I':;J<t:' fon ·n~' " 'ht-\"~ ' 7 6 5 4 3 2 1 0 
I' anL:<1 l 'h ,&:C~ 'Ii ') il61~.l ? 

45 ... Mtlf:J'D h 1'1 (fl. (O .~ il(fl' "' Il;)';!'.el ,/.O'Ot)<'t.e flf'J I.YY1' l .e" ;J'1 ~\Jt.e 
O'OL:<1 I),,(;'.co~:!i' .eilTJ'D;)' tll? 7 6 5 4 3 2 J 0 I 



I'u" h~·H ·lu·~:r ny"', fUi\ u~I~(fr' 
h'),f.o'l.4'nh-- h·).1;·"} ouCmm· nuuhn·n YOClt\h·I: 

_. 

e~ l& 
&, 

..,.'t!" 
"(I1" j- quu ;J-:r i ,,<= <0 &, ~t <;"""~ -: 

I,C.Jl;J'/h1A"I(I .. :t- YY:C"IA~,j- r~Ol(D· "'Mil A 09",) yuA J.Ol /"om'},_ , .. 
'< oJ. 2 l& '"' EC rc <0 

CJ- % % 
.<:<= -: oJ. 

-: 

46 ... O-'-nYI( "'/'.-J-/ uuAI")" uuOiIl,)(;; C°'lJi'1' 1').~O·ht'l,'t- , hT ' rou<,\il(l'1- '} 

i ""),,,(1'" 7. +cnA~;J-A? 7 6 5 4 3 2 1 0 

! 47 ... J.' ;:>1jC: ilQ.l_ f"'161l(l, l'I1;1''t: M " 'I- I Il t- ,t-<;'·)· I,CI1~,}'O r(], "' il -O~,} 7, '1" " . 

M."/ '1 0S -)-u ')- 'O 0-'-'1"" 0+ uoAh· J'{l'I"'O}J.·~;J-A? 7 6 5 4 3 2 1 0 

48 ... 0"'1 £I hI'\' mR,9u m. "'1. I( U: .<'.0: M "'LU. '1m· \' 7, 'l i:I "In"1-1 l'I.C.Jl;J- 7. R,'/,r .. )· 

ouUU I. '}(;;C"'b'Ii'> ,e,1l'!' ~ ;J-A? 7 6 5 4 3 2 1 0 

49 ... (I "'11m (,. 'P. ' (I m'~ ;J- 'P. out, :c: Am·m·'!'1 I. ,}(;;C"'L'i6'P. m,e,9" f 1:\ 911 .I!.' 

Am·m·(Tl:r- 1'O."- Il'O no.-/·il 'O flllfl'1~:r-') 07."1'10, J"}"'<'\ ')'ftn'? 7 6 5 4 3 2 J 0 

50 , .. 0 9U
'{' A '!-1- 7.C611-/- ",e, 11"1 l':" I- , 7, .1': C'I m· nm"»:')' ,},,}"IC I, ,}.Jl..r.~C'I · nA Vol 

.I'I:J- 'P,t I, '} "I ,,::;. ), .~- A ,e,fl iTJJ' '1' A? 7 6 5 4 3 2 J 0 
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Appendix 6 

Part II: Client Satisfaction Questionare (CSQ-8) 

The que s tion s in this section a re based on what pa rents, like yourself 

have told u s a bou t the way care is sometimes offered. Here, we used the 

CSQ-8 to assess the overa l level of satis faction with the treatment 

received. It consists of 8 items tha t can be scored on a respon se scale 

from 1 (repres en ting low satisfac tion) to (high satisfaction) with the 

program. We sould like you to indicate your answers by circling. 

CSQ-8 
Items of the CSQ-8 

Low 
NS!, Satisfaction 

CSQ 1 How would you rate the qua lity of serVice 
received? 1 2 3 

CSQ2 Did you get the kind of service you wanted? 
1 2 3 

CSQ3 To what extent has this program me t your 
1 2 3 

needs? 
CSQ4 If a friend were in n eed of similar h elp, would 

y ou recommend this progra m to him/her? 1 2 3 
CSQ5 How satisfied a re you with the a mount of help 

you h ave received? 1 2 3 
CSQ6 Have services you received h elped you to deal 

m ore effectively with your problems? 1 2 3 
CSQ7 In an overall , general sense, how satisfied are 

you with the service you have received? 1 2 3 
CSQ8 If you were to seek h elp agam, would you come 

back to the program? , , ') 3 • ~ 

/ 

High 
Satisfaction 

4 

4 

4 

4 

4 

i 
4 I 

4 

4 
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Part III. Question on Goal Achievement 

One item using a 7 - point rating scale will used to determine parental 

perceptions of goal achievemen t. It is: "Did the Cheshire CBR/ 

Children's treatment program/ centre) meet your goals?" The response 

scale scores consis ts of I-none, 2- very few, 3-few, 4-some, 5-quite a few, 

6-most, and 7- all. 
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Tab le 10: T he Average Scores Obtai ned from each Respondent o n the 5 MPOC Scales 

No Tee 5 MPOC scales 
Number of Interva l of the Average sum of the 

respondents avcrao-e scores scores averae:e scores 
0 1 00- 1.99 0 0 
0 2.00-2.99 0 0 
3 3.00-3.99 3A4 10 .32 

I 
Enabling and 8 4.00-4.99 4.57 36.56 
Partnersh ip 14 5.00-5.00 5.38 75.32 

40 6.00-6.99 6.5 1 260AO 
10 7.00 7.00 70 
n=75 Mean=6.04 Mean=6.04 
4 1 00-1.99 1.44 5.76 
4 2.00-2.99 2A2 9.68 
4 300-399 3.49 13.96 

2 
Provid ing General 13 400-4.99 4.77 62.0 1 

Information 18 5.00-5.00 5.52 99.36 
18 6.00-6 .99 6 .00 108.00 
4 7.00 7.00 28.00 
n=65 Mean=5.03 Mean = 5.03 
0 1.00-1.99 0 0 
0 2.00-2.99 0 0 

Providing Specific 
2 300-3.99 3.34 4.68 
10 400-4.99 4.71 47.10 

0 Information about the J 
14 5.00-5.00 5.60 78AO 

Child 
3 1 6.00-6.99 6.31 195.61 
14 7.00 7.00 98.00 
n=7 1 Mean = 5.97 Mean = 5.97 
0 1.00-1.99 0 0 

Providing 
0 2.00-2.99 0 0 
2 300-399 3.27 6.54 

Coordinated and 
8 400-4 .99 4.79 38.32 

4 Comprehensive Care .. -
for the Child and 22 5.00-5.00 ).30 i 17.59 

Family 37 600-6.99 6.67 246.29 
6 7.00 7.00 42.00 
n=75 Mean = 6.02 Mean-6.02 
0 1 00-1.99 0 0 
0 2.00-2.99 0 0 
I 3.00-3 .99 3.60 3.60 

5 
Provid ing Respectful 2 400-499 4.38 8.76 
and Supportive Care 

-
19 5.00-500 5.22 99.18 
4015 600-6.99 6.69 267.60 
15 7.00 7.00 105.00 
n=77 Mean=6.28 Mean=6.28 
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3 . What is your child's primary diagnosis , h ealth or 

Other special need? Check (X) one only. 

Other, please specify: 

Brain Tumour 

Autism/ POD 

Craniofacial disorder 

Torticollis 

One leg shorter than the other 

Birth defect affecting big motor skill s 

Sphenoda l encephece le 

Cleft Lip and Pa late 

Hypoplastic left heart 

Feeding Problems 

Downs Syndrome 

Rett Syndrome 

Autism 

Cerebral Palsy 

Cleft Pa late 

Torticollis 

Upper and lower limb abnormalities 

Tuberou s Sclerosis 

Cleft palate 

Fine motor 

Hypotonia 

Brachia l Plexu s injury 

Stroke, left side 
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