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- ABSTRACT
:,,:) ‘
The use of systems thegry in the understanding of family
* functioning has recently led to an increase ‘in _knowledge about the

characteristics assoc1ated with family funct1on1ng In this study

these charactgrLsths weres grouped into three areas: boundaries
between the»family and other groups in soc1ety and among subgroups in
the fam11y, feedback and personal resources of fam11y members The

4app11cat1on df th1s know]edge to families’ wwth a chronically 111 child

is but one examp]e of a shift by hea1th care professionals from a focus

K ;Aon 1nd1v1dua1 patho]ogy to one of fam11y strengths.

The purpose- of the study reported hen@ was to determine which
: character1st1cs were assoc1ated with family functioning in fam11]es
with members with Cystic Fibrosis (CF). The understanding of famiﬂy.
functioning in these particujar families is crucial because the disease
is chronic, because more  than one child may‘be affected and because -
~;fam11y members may spend up to several hours per day in treatngﬁt of
* the CF child(ren). .
The sample consisted of 29 families drawn from the population of
“all dr families‘in Northern Alberta who were on the.mai!ing 1ist of the
Edmonton CF Chapter. Husbands and wives of the—participating families
comp]eted four quest1onna1res ~ the Family Functioning Index (FFI),Athe
Fam11y\fﬁylronment Scale (FES), the: Family Inventory of Resources for
Management (FIRM) and-a demographic questionnaire. Corre]at1ons were
calculated between the FFI and measures of fam11y interaction and

resources -taken from the other three 1nstruments

F1nd1ngs from this- study‘ are that resources associated with R



LY

'famlly funct1on1ng in CF fm‘ﬂ1es are somewhat different than models of
__optlmal family funct1on1ng would indicate. The familigsvhad boundar1es/
which were relatively closed, highly cohesive internal relationships,

and structured organization with c]ear role division. Nhereas'in some

fami1ies such organization would be_considered_ dysfunctlnnalT_Jn this

study it was associated w1th high levels of fam11y funct1on1ng
p .

[y
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- CHAPTER I

STATEMENT OF THE PROBLEM

;__m_!RationaJe A »
K Cystic Fibrosis :(CF); an inherited ~disorder of. the exocrine
-glands for wh1ch the underlying cause remains unknown, is characterized
by vary1ng degrees of chronic and recurrent pulmonary 1nfect1ons. The
treatment somet imes requ1r$ng from one to several hours da11y, is
carr1ed out at home by fam11y members, thent1a]1y placing cons1derab1e
stress upon the family system wh1]e the -prognosis for those with CF
 has 1mproved CF s still considered to be a progressive and fatal.
disease A]though 1mproved treatment has. extended the 11fe ‘span of
o 1nd1v1dua]s wﬂth CF, the families are still confronted with constant]y
chang1ng treatment regimes " and the 1mpend1ng death of their family
.member with CF.

Trad1t1ona11y,.researéhers_and.practitioners have focussedbon the
individual with CF and have not considered the family unit. Physictans
have typicaj]y Abeen concerned with the physical we]fare. of the
individual with CF and medical socia] workers’ have attended to the

-brov1s1on of fam11y support for the member w1th CF Researchers have
,sstud1ed ‘c11n1c samples and have tended to study separate1y the‘
patho]ogy of CF 1nd1viduals and other members of the fam11y rather than
the potent1a1 strength of the ent1re fam11y as a unit.- Because of the
quest for the under]ywng cause of CF and in the attention given to the °

1mmed1ate needs for physical care, only recent]y.has the importance of

focussing on fami]y dynamics and relationships become apparent.



While working with fami ies with a CF member, this author was
struck by the incongruity between reports in the literature indicating
that such families did not function well and her own personai.obsexva-

tion that many of these families appeered to be functioning well.

‘There appears to be little published material about the.characteristics
of those families which do function neli. ‘

The significance of this research is that the identification of
the cnaracteristics which are essociated with coping, adapting, and
psychosociel growth within families witn a CF member will e of value
to both heaith personnel who ‘are in contact wifn them and to the
families themselves. Such knoniedge»of family functioning would also

be useful to the health care personnel dealing with any family.

Assumptions

1. From a systems theory perspegiive, the fami]y‘with'a CF member,
'hereinafter referred to as "CF family," is a system in which
there are subsystems (eg. individual, marital, sibling, etc.)
relating~to each other and to other systems outSide the family
(eg the extended famiiy, schooi, church etc.), and 1n which one
part of the family should not be understood in isolation from the
iest of the system. _

2. There is a range of levels of family’ functioning as measured by
the Famiiy Functioning Index .

3. The development of a profile of characteristics of high function-
ing CF families w1]1 be usefu] to various profe551ona15 who work

with such families. -~ .,//’



Limitations
1. - Only families with two parents present in the home were selected

: y -
to participate in the study. As the children in these fam111es

weref—not——interVTewe n
functioning was studied. (The mothers and fathers are referred
to as men and women in this study.)

2. Participating families had at least one living memoor with CF:

3. . The study was cross-sectional in nature.

4, The response rate was 40%.

Research Questions ' N

1. What are the individual and family characteristics of the study
samp le of CF fam111eJ7 '

2. What is the nature of the contact by these families with other

| systems (heajth care, church, school, recreation)?

3. What is the range of family functiooing of the families?

4. - What individual, fami]y, and between_géystem: variables pf the

families correlate with family functioning?

.

Statement. of Purpose

The purpose of this study was to determine what characteristics

of CF -families were associated with family functioning. Knowledge
about CF family character1st1cs which are associated with coping,
adaptation and psychosocial growth could be of assistance to fam111es¢,

.and health care personnel 1nvo1ved in'" the development of appropriate

=



planning. and intervention strategies.

.
|

l Definition of Terms

Family functioning—includes—allof those activities and reTation=

ships‘among famf]y members (eg. communication, roles, prob]em-éo]ving,
decision-making,” affective . responsiveness and involvement, and
behaviour controT)'which enable the social, the psychological and the
physical deve]bpmént and mafntenance of ‘fami1y members in an open
system. There is é\wide range of family functioning. For the purpose
of - this study, ngin functipnihg was measured by the Family
 Functioning Index. \\ . ' '

\

\



CHAPTER 11

THEORETICAL FRAMEWORK

The theoretica] framework chosen 'fer this study was. Systems
Theory based on-the work of Bertalanffy (1969)' Buckley (1967) and Hil
(1972) Systems theory is useful to gain an understand1ng of 1nd1v1-
duals in the context of the social systems of which they are a part,
and to view )nd1v1duals in their subsystems in relation to other
systems inside and outside the family. A system has structure and
_ function and may be defined as a set of components or unics interacting
with each other within a beundary'which filters both the type and speed
of the flow of‘inputs and outputs through feedback. Systems fheory
provides - a basis for understand1ng the concept of social support in
which 1nd1v1dua1s are- cared for, loved and esteemed as members of. a

{ _

network of mutual ob]igations~(CapTan', 1974; Clinebell, 19815 Cobb,

‘1976) - ' A ' _ L
;Every fam1?y may be régarded as a system with man} 1nterre]at1on-v

ships/all of whjch may be affected by_eveqts and actions with systems

outsi e the famiiy such'as school,. p]ace\cf work, church, hospitaf,

etc., (See Figure 1).

Deffinition of Family

In family systems theory, a fami]y is - defined as a group of
individuals who ‘interact within usually non-verbally agreed upon rules
r patterns of behaviour. These behaviours have a 11m1ted range of

f]exibi]ﬁty._ The fam11} as a soc1a1 system p]aces certa1n 11m1tat1ons



I

recreo*ion :

"health

care

Figure 1: <The

Family System and Outside Systems;
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and rewards on 1ts members, and requ1res sofe degree of equilibrium for

its funct1on1ng (Sat1r, 1972' Dodson 1977) ' i

&@‘

The family systeM‘1s 1tse1f composed of severa] subsystems, all

i

interacting with each other and w1th the outs1de environment (Kantor &
L

Lehr, 1975). Of these 1nterdependent. 1nterqgt1ng subsystems, the most
enduring are those of‘the‘spouse; the parents and the‘sib1ings. Since
each famw]y member be]ongs to seveta] subsystems simultaneously, he or

“she enters 1nto d1fferent comp]ementary re]at1onsh1ps with other family |

<

members. ' The .bas1c_“sub§ystem in the family is the husband-wife
. . . oo ' 5(' ’ .«
re]ationship and . consequent1y @ny dysfunct1on therein tends to

&

reverberate throughout the family system (Sat1r, 1964). .The strengths
or weaknesses wwth1n.th1sﬂspousa1 subsystem have a major effect upon
v’;\ '

N .
the 1earned att1tudes of the otber fam11y members and influence their

*-X

'A acqu1s1t1on of commun1cat1on ahd prob]em-so]v1ng skills. The parente]

subsystem ﬁjs‘ 1nvo1ved W]th the nurture, guidance’ and control of

ﬂchj1drén;? The_SJb11ngrsubsystem is the child's first peer group in -
which major patterns of--ngbotiatﬁng, cooperating and competing are

learned (Golderberg & Goldenberg, 1980} .
it .
a,Although theor1sts use a number of different terms to. descr1be

the chéracter1st1cs of fam111es, the emphasis tends to be on structure
and funct1on @ The former refers to the organ1zat1on of the fam11y,
part1cu1ar1y the pos1t1ons of the family members relat1ve to each.

h

other,_eng the 1atter to the oerformance of tasks (practica], social
. andivpsyohologfgél) carried out by individua] family members in the
_ sery{Ee of maintenqnce of thewfamily system. In famifies, as with
other systems, structure may be understood in terms of the systems

\
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concept of boundaries which are the.interfeee between systems and‘which
'vary in penneabi]it} from closed te open. Guidelines evolve to
regulate-what—:passes——back:;@nd——forth—~over——the—fborders——bothf—amongst
“intrafamily subsystems and beewéen the faT{Ty and eystems outside the
family. Function may be‘understood‘by the systems term feedback, a
process in which a system %nf]uences its members as to how to relate to
each other and fo the outside environment: As a result of'effective

feedback, it is possible for families to make changes in and maintain a

desired state of functioning.

-Boundaries and the Family

An important premise of the systems thedry is that. boundaries
provide structure at any leve1 within a system and are the rules whicﬁ_h
govern who part1c1pates 1@ family systems and in what way. (Mihuchin
1974). Boundaries create and maintain a family terr1tory w1th1n the
1§rger commun1ty environment by regulating. both incoming and outgoing
information.  Through boundary maintenance, .a\’system fi]tere out
externéTwelements seen as hostile to syétem goaTs while incorporating

- those e1emeﬁ¥s seen as He]pfu] to the pursuit of those goals (Hall &
Neaver,f1977£‘K5ntor & Lehr, ]975).- The issue of boundaries is central
to fhe study of CF fami]ie; because there-is an assumption thaf theée
fami]ies,vin reéﬁiﬁ?hg a -great deal of contact with other Systems‘in
order to carry out the daily care of the CF member, have re]at1ve1y

open boundar1es
.
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. Boundaries Within the.Fami1y | e \ﬁ

‘The degree of cohesiveness in a family can vary'from enmeshment

(e extreme‘ﬁﬁﬁanng-and'1imited individual autpnomy) to disengagement
pf members (ie. mndividual independence or unconnectedness), as shown.
~in Figure.ZZ. Ideally, optimally functioning families will haveyﬁa
balanced degree of cohesion and Acan be Qescribed as separated or.
| connected. Semi—open boundaries within a fami]y. allow a reciprocal
flow of ‘the new 1nfonnat1on necessary for mak1ng changes in such things
as treatment of a fam11y member- who is 111

 “Clear generational boundaries (Barnh111 1979'.Minuchin' 1974) as',
well as boundaries around funct1ona1 subsystems such as the marital and
parenta] dyads and s1b11ng group are cons1dered to be 1mpprtant in
optimally fuhct1on1ng fam111es. ~ Coalitions or alliances between
certain members of d1fferent generations may operate,for theobenefit of
some members but not others. Forlexample, where'one parent is toov'

absorbed with a child, the maritd]*re]ationship orqre1ationship‘with

~ other children may be adversely affected.

Boundaries Outside the Family K

The degree tp which a family's systems boundaries‘are-ppen or
closed to other systems may be an important determ1nant of. effective
family funct1on1ng Fam11y systems “which haVe sem1-permeab1e"
boundaries are able to link with” outside systems such as the-extended
family, commun1ty groups, schoo], church and the hea]th care . de11very
system for support and resources which may be an asset for optimal

\

family functioning.
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. Boundaries

Coalitions

Four Levels of Cohesion

Disengaged

L

.-Separated

Open external
‘boundaries.”

Closed internal

boundaries.
Rigid genera-
tional
boundaries.

Weak coali-

tions, usually’

a family
scapegoat.

|

Semi-open

external and
internal
boundaries.

.Clear genera-

tional

* -boundaries.

Marital
coalition
clear.

Connected

Enmeshed
Semi-open Closed
external external
boundaries. boundaries.
‘Open internal Blurred in-
boundaries. ternal
Clear genera-- boundaries.
tional Blurred
boundaries. ‘generational

.boundaries.
Marital - Parent-
coalition . child
strong. ‘coalitions. -

~(from OTson & McCubbin, 1981)

Figure 2: Some Interrelated Concepts of Cohesion
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Boundar1es and CF Fam111es

The penneab111ty of boundar1es in CF fami]ies"may ‘be seen as .

cruc1a1 S1nce, -in order to care for the1r CF members, Such fam111e5"
X L

must have frequent contact with outs1de systems,‘1n part1cu1ar thefy_>

hea]th care system.‘ Trad1t1ona11y 1twas expected that CF fam111es turn"
to other sources of - support such as the extended fam11y in order to.

ma1nta1n opt1ma1 family funct1on1ng ‘ In these fam111es the degree of .
closeness w1th1n fam11y subsystems such as the mar1ta1 partnersh1p or};

I .
.the parent-ch11d comb1nat1ons ‘can be affected by the presence "of a,CF

member.‘ While c]ear 1ntrasystem boundar1es between fam11y members aref.‘y‘

_ des1rab1e, the quant1ty and qua11ty of: re]at1onsh1ps may d1ffer due to't

“the time’ and care requ1rements of the CF member. ‘

o

Feedback and the Fam11y L v "", L SRR f : i 3

’ Fam11y funct1on1ng cons1sts of those act1v1t1es and re]at1onsh1ps_]f"

ﬂ.among and between persons and the env1ronment wh1ch enab]e the fam11y‘

| to mamnta1n 1tse1f as .an open system Fam111es use feedback from'_; -

g w1th1n the fam11y and from systems outs1de the fam11y to ma1nta1n the1r,

1eve1-of.funct1on1ng ' Feedback wh1ch is an ongo1ng process, 1s used A

by _peop1e “n a system 'to adJust future conduct based on past”
‘performances;” The process 1nvo1ves ru]es wh1ch determ1ne patterns of'
‘anteract1on and wh1ch are ma1n 1nd1cators of a system S funct1on1ng'

- (Olson, et al., 1979) )v B

Fam1]1es requ1re a certa1n degree of adaptab111ty 1n order *tob

‘change in response to deve]opmental or env1ronmenta1 1nput ‘ Adaptat1on_ ,

occurs _through such mechan1sms as pos1t1ye ‘and vnegatjve: feedback:.
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o

"1oops.i Negat1ve feedback ma1nta1ns steady states 1n systems. S In

-’pos1t1ve feﬁdbagkmamsteady state_Js not mainta1ned,“rather, the_4n1t1a1__~_—

: .'output is cont1nua11y amp11f1ed unless the process 1s se]f-11m1t1ng

. Y i -
.‘(watz1aw1ck - et ‘al 1967) Interchahge between systems 1nc1udes

dt'gett1ng and - us1ng va]uab1e 1nformat1on and mater1a1 and e11m1nat1ngk

= patterns and be11efs that are no 1onger adapt1ve.‘ »‘; 5;;3‘ ;,f‘u;‘ s

1
How peop]e qna system mon1tor the1r own progress toward a goa

/‘.

:correct and add to the1r response, and then change the1r goa] depends

pd
on the 1eve1 of feedback at. work. Leve] one or s1mp1e feegback 9s a
* [ ' :

: c1rcu1ar process 1n wh1ch output 1s subsequent]y processed as input.-

-

: _Fam111es operat1ng at ]eve] one have no mechan1sms to dea1 with new.

“f'1nformat1on or to deve]op new ru1es ‘ The1r 11m1ted reperto1re of

3
: responses is often 1na:;2uate to dea1 with the.new 1nformat1on requ1red
er w1th a chron1c 111ness ' o

’[to care for a fam11y m
At 1eve1 two feedback, another 1eve1 of comp]ex1ty is added for

l] stab]a system operat1on.‘ Input is compared to the ex1st1ng fam11y

st

e:standard and an adJustment 1s made 1n the system to correct any f‘
'*jdev1at1on from that standard Peop]e 1n thg system at th1s 1eve1 have

'afmore ru]es from wh1ch ;to,,choose,-nenhanc1ng;_theJr adaptab111tyf

i

- (Broder1ck & Sm1th 1979) \ff ?"xg"f
When a. fam11y operat1ng at 1eve1 three perce1ves that the usua]
wrange of correct1ve responses 1s 1neffect1ve, it creates new ru]es or

‘more 1nnovat1ve responses to- set the fam11y back on course toward 1ts”

0

.,goa]s.j Level three 1s seen as the opt1ma1 1eve1 of funct1on1ng for
' N

‘fam111es dea11ng w1th new 1nformat1on. : ’Qf'-
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Tngidegrees of response to information and the amount of ruTe}

-

“—‘"“change‘”1n the“var1ous TeveTs of ~feedback are d1scussed by Dlson &

*.McCubb1n (1981) Four TeveTs of adaptab111ty rang1ng from chaot1c tot

: r1g1d are. presented n the1r typoTogy IdeaTTy, opt1ma1 fam11y

~'.':vf-'unct1on1ng w1TT occur between the TeveTs of fTex1bTe and structured

- adaptab111ty in wh1ch roTes, ruTes and feedback can be mod1f1ed to L

accommodate new 1nformat1on or changes 1n'the system (see F1gure 3)

The ab111ty to deaT w1th change 1s certa1n1y requ1red of CFt,

fam111es : The treatment reg1me 1nvoTves therapy on a da11y bas1§7and}ﬁ

| may be prov1ded by var1ous fam11y members who must reguTarTy deaT w;th_-‘

T fnew 1nformat1on as the d1sease cOnd1t1on of the CF. member changes. ECF

(

'”,;’fan111es requ1ne the ab1T1ty to approprlate\y adapt noTe re1at1onsh1ps o

u.!and reTat1onsh1p ruTes by seek1ng out ‘new aTternat1ves rg response tojf

"\s1tuat1ona1 or- deveTopmentaT changes.l Such fam111es may tend to be :

'more structured than fTex1b]e in. adapt1ng td\the somewhat demand1ng

=

nature of the da11y treatment reg1me

Adaptab111ty may be observed 1n the way the fam11y organ1zes

1tseTf to care for the CF member For exampTe, it m1ght be argued that';

r:‘the t1me consum1ng task of care mwght best be prov1ded by a parent at'

'home fuTT t1me, supported by ‘a fuTT t1me member of the work force. Ln

th1s case a hwghﬂy structured fam1]y w1th cTear role’ d1v1s1on wou]d be;

-
.. R
. .or

most funct1ona1

f‘ The Ind1v1dua1 and the Fam1Ty System

_ Interre]at1onsh1ps : between-.lan_ TﬁndividuaT{s psychoTog1caT

experiences, family “Felationships .and'fexperiences w1th ‘the w1der o

v N
U
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_ Ro]és

Rules

Syétém

Feedback

. Figure"3: Some Interrelated Concep

Four Levels of Adaptability

lChaotic

Dramatic
role shifts.

o

.. Dramatic rule

shifts. Many
Cimplicit
‘rules. Few

explicit rules.

Arbitrarily
enforced
rq]es;

Primani]y'

.positive
. -loops;. .
few negative

lToops. - — |

 Flexible

. Role making .
“and sharing.

Fluid change
of roles. .
Some rule .
changes.

- More implicit

rules. Rules
often en-

forced.l

More posi-
tive than
negative
loops.

Rigid
Some role Role rigid- : °
sharing. ity. Stereo-
' - typed
roles.
_Few rule - Rigid ‘
changes. rules. Many
More expli- explicit
cit than - rules. Few
Ccimplicit ¢ dmplicit
. rules. - rules.
Rules usually Strictly
- enforced. enforced
' rules. ..
More negative Primarily
- than positive negative
‘loops.. Toops.
- Few posi- |

'

- Structured

tive loops.

" (from Olson &’MCCUbbin,uJQ81)
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socto-economic-.systems are cmnp]éx and cannot be ignored. .Systems

theory represents a change from considering individuals as -iso]ated
~units to viewing them in relation to their functions and to  other
;individuals. . .

Family functioning is not based solely upon:fami1y.resources; At

f*“‘thé‘ﬁndivﬁdﬁa1'leveT, personal assets such as age, gender, eddcation
and occupation may affect the nature of what goes on in the fami]y.
For examp]e, there may be costs to a family invterms of individuation
and personal growth for women, (who in.CF fami]ies are 1ike1§,to be‘the.
matn caregiVers) as they abandon personal or career goa1s. VIt may be
expected that womens' more than mens' persona] resources' would be
re]ated to optimal fam11y funct1on1ng, because women tend to be more
centra1 to careg1v1ng Men (who -are._ 11ke1y to be the main wage
earners) may also abandon persona] goa]s or career mobility to rema1n'
near the’ requ1red fac111t1es for treatment of CF or: to share in some of
the care of the family member with CF |
In CF families, health prob]ems may not be restr1cted to /CF
members. The~phys1ca1 and t1me demands of the CF treatment regime may‘
potent1a11y 1ncrease the stress exper1enced by careg1vers and the1r
supporters wh1ch may in turn affect ‘the care given to the CF member.
The . meet1ng of phys1ca1 and emot1ona1 needs of all fam11y members is an‘
- important eons1derat1on, if fam1]1es are to funct]on opt1ma11y.
CF famiTjes,: comprised of individuals with ktheir many
re]ationships instde~and outside‘the famin, are systems with structure -

‘and- function. Using the systems theory concepts of boundary and

feedback, men and women in these families - were investigated to

v
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delineate family and, individual characteristics which may relate

family functioning.



~ Optimal Family Functioning

CHAPTER I1I
LITERATURE REVIEW

The literature reviewed for this study includes that of optimal

or—healthyfamily functioning and the nature of Cystic Fibrosis. ~The

latter is subdivided using the systems concept of boundary and feedback

to explore existiqg.infonnation on CF families.

The.Nature of Family Functioning -

Fami]y funétioning consists of those activities and relationships

among - and . between persons and their environment which enable families

- to be maintained as open systems (Roberts & Feetham, 1982). It also

includes the stabilization and enhancemgpt’oflgrowth of adult members .
as well- as the provision of c@ntext for grod{h and development of

children. - In "any complex family system, family functioning includes

such dimensions as roles and rules, problem-solving, decision-making,

communication, range’ of emotions, power and authority; individuality
and individuation, as we]]_aé a variety of family environments (Deykin,

1972; Moos, 1976 Epstein, et al., 1978; Cocivera, 1981).

LN

Although more has been.written in the ]iteréture about negative

féctofs in family functioning which contribute to the various societal

" problems of delinquency, poor mental health and family breakdown, a

recent shift in orientation among some family sysfems researchers has

resulted in the burgeoning of theoretical material on the characteris-

17
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tics of well or optimally funct1on1ng families. Many different terms
are, usLd to describe such families:  adequate fam%]y functioning
(Glasser & Glasser, ]970); self-actualized br “growing" (%ami]ies
(Satir, 1972); flexible, adaptable, goa1 -achteving systems (Beavers,
;____.J977),~_hea]thy__fam1ly__menta1w~hea1th__(Barnh111,__1979),_Meffect1ve1y____
" funct1on1ng families (Klein & Hill, -1979); strong fam111es (St1nnett,
1980; Bownman, 1981); and optima]]y functioning families (Beavers,
1981). ~The latter tenn was chosen : Because "of the theoretical
framework used for this study, 1nformat1on w111 be organized under the
systems concepts of boundar1es, feedback and individual elements (see
Figure 4) to e]aborate'upon features of eptima11y functioning fami1ies.

BOundary Elements. There is general consensus among authors that

~ Cohesion, or a balance_between sepafateness‘and connectedness_amdng
family members, as measured‘ by such.'dimensions \as independence,;
cba]itibns; boundaries, dectsion—making, recreatibn and emotional
.bonding, is desihab]e;for'optimaT family.functioning (Barnhill, 1975;
Otto, 19755 Stinnet, 1980; Olson, 1981). | Fisher, et al., (1982) in a
surQey of 208 non—clinicaf families reborted that unity in.the fahi1y
.was cons1dered to be 1mportant by fam11y members and that high va]ue :
was placed on cohes1on In the six year T1mber1awn study (Lew1s, et

l a1.; 1976) opt1ma11y funct1on1ng fam111es were found to have c1ear

| boundar1es between members (1ntrasystem) where 1nt1macy was atta1ned by

' sk11]fu1 commun1cat1on _ and | awareness Cof 1nd1v1dua1 needs andw
boundahies Such fam111es were re]at1ve1y open (Beavers, 1977), ab]e

‘to link to outside networks and 1nteracted with the 1arger env1ronment

|
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‘ Lewis Hi11 - Whit- Klein Barn-
\ Stinnet Satir et al. Robert aker & Hill Otto hill Olson
7 1980 1972 1976 1971 1980 1979 1975 1975 198)

- _Boundary elements .

- Appreciation, mutual respect =,
encouragement

~//Parental solidarity, growing 4 . . ,

" with and through children _ * . . .

- Clarity of family rules

- Kinship, support - Marital \
Coalition :

- Cohesion, intra-family coopera-
tion, security, bonding,
mutuality, a sense of the
whole, {intrapyschic family
(history, myths, stories)
unity, loyalty, connectedness oo

- Linking to the outside, contact
with network ‘ .

- Openness. to new information

Féedback elements

- Communication, shared meaning,
clarity of roles, good patterns,
~ availability N T . * ‘ .
"= Child rearing skills v - * - ' *
- Adaptibility, flexibility T . ‘
(developmentally and situa-
tionally) of roles, use of
crises for growth

Individual Elements.

. = Personal growth, self

"~ -actualization ‘ : .
Spiritual, religious commitment . o
Physical and emotional needs met * *
Self-help ability and help .
acceptance

»
»
»

Figdre 4: Characteristics of Optimally Functioning Famj1ies‘
Using Systems Theory Concepts :
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(Buckley, 1967; Satir, 1972). There appearstto be no explicit set of

\ . ]
assumptions about optimal family structure,»a*though the nuclear family -
~with two parents and children can be arguably seen as the cu]tura] norm

“within the Western world.

Feedback Elements. Optimally 'functibning families have been

}found td have the capacity to accept directions, organize themselves in
response to a task, deveidp input from dthers inside and outside the
famity and~to negotiate differences. Such tamt]ies seeh and use new
i1nformat1on and are ab]e to discard previous and less adapt1ve patterns
and beliefs (Lew1s, et al. 1976; Beavers, 1977). In ‘the same ve1n,
‘ston‘ & McCubbin (1981) pointed out that an‘-imbortant factor in
opt1ma11y funct1on1ng families was the fam11y S ab111ty to change 1ts_
roles and ru]es ih response to new s1tuat1ons by str1k1ng some ba]ance
between being structured and f]ex1b1e

The.authors of 11terature.on the'optima11y funetioning'fami1y are.’
also in agreement that commun1cat1on sk11ls are essent1a] for fam111es
'to ba]ance cohes1on and adaptab111ty. Optimal fam111es were found t0'
be verbally open, d1rect and c]ear with 11tt1e ev1dence -of unreso]ved‘
conflict (Lew1s, et al., 1976). . ' v'-. | | yui- '

Ind1v1dua1 E]ements; Individuals hare, open 11v1ng, systems,

;»subsystems of other systems, w1th the1r own 1nterna1 resources They
,requ1re a group or 1nterperson41 matr1x for the sat1sfact1on of the1r-
human needs (Hal] & Neaver, 1977), An 1nd1v1dua1 may be v1ewed as - an

1nterre]ated 1nteract1ng and 1nterdependent part of the. systems in

= wh1ch he or she funct1ons and may be affected by’ psychosoc1a] events L

' and /E)tuat1ons in~ the env1ronments‘ of those'-systems; Fam11y.
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. _ _ _
characteristics change .as individuals in the family change,. influenced
by such factors as physical and mental health (Barnh111 1975), age,

economic status, leisure time, educational 1eve1,‘add1t1on or loss of

+ members, organ1zat1opa1 skills, roles and rules which fac111tate‘the/”

[/
potential for personal growth and -self-actualization (Otto, .1975;

Dodson, 1977), and spjritUal commitment (HiT],. 1971; Satir, ]972;
Stinnet, 1980). o e | ’
The review of literature on family strengths has been drawn from
a survey of research’ conducted on families and 'has 1included a'
discussion of the 1ngred1ents wh1ch foster optimal funct1on1ng the
1nterre1at]onsh1ps inside and outside families, the ways fam1iies )

adapt, and the importance of indjvidua1s in a fami1y,

~ The Nature of Cystic Fibrosis

' Cystic fibrosis is a Chronic, systemic, hereditary disorder of
ch11dren, ado1escents, and young adu]ts in which a dysfunct1on1ng of
the body s exocrine g]ands detr1menta11y affects the resp1ratory .and

d1gest1ve systems Chron1c 111ness is defined 1n th1sn study as ‘"a

» d1sorder w1th a protracted course wh1ch can be progress1ve and fatal or

'assoc1ated w1th a re]at1ve1y norma] 11fe span despite 1mpa1red phys1ca1'
or mental funct1on1ng" 1(McKeever,,1981 p. 124) CF, a progress1ve

»and eventua]ly fata] 111ness,‘1s character1sed by vary1ng degrees of

sever1ty of e1ther lung deter10rat1on or 1nab111ty to digest food, or.

both CF is genet1ca11y inherited (Mende11an recessvve) with an

"dnc1dence rate of one per two thousand popu]at1on (Thompson, 1980)

The 1nC1dence rate of the carr1er state, wh1ch is undetectab]e, PS one
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" per twenty population. When two carriers procreate, thch occurs in
one out of four hundred procreations there is a one in four chance that

a CF child will result. CF cannot be diagnosed in utero. The /CF

member is dependent on- others for daily treatment required to clear the

‘]ungs and” to fu]fill'specia]dnutritional requirements. Care is given
main]y at home by the family and, 'depending‘ on the severity of

the,disease, may be'punctuated by}few or many hospita]izations.

The Family ‘and Cystic Fibrosis

-The'study of CF-in a family context is-appropriate because of ‘the’
‘nature of the dtsease; its genettc implications and the time-consuming
daily treatment giyen-at home. Soccess of treatment:and improved life
expectancy may be dependent upon the fami1y system's adaptation to the

changing needs of the CF. member. Home .cade, usually given by the

parents; can require~huge'amounts of time and energy .This may'mean a

sacr1f1ce of the t1me and energy usually spent on the ma1ntenance of
soc1a1 and commun1ty networks. Pratt (1976) says that families may not
reach outsnde their borders at a time when such contact would benef1t

$the fam1]y system. '
' The presence of CF can affect other family members 1nc1ud1ng the )

extended fam11y. @ Fam111es of - or1g1n» may Aame themse]ves or

m1sunderstand ‘the genet1c aspects of . the d1sease and may not be as gﬂ'

involved as expected with care of(the ﬁF member (Frydman, 1979) The
parents of a CF rnember may be fearful of ‘the outcome of additional
- pregnanc1es,'may have 1ess t1me to spend together, and may have less

“energy to put into the1r_re1at1onsh1p.:‘They may be overprotective of
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the CF member and have less. tihe for their other children. Siblings
.may worry that they are carr1ers, feel gua]ty about be1ng d1sease free,;
or guwlty about having CF to a lesser degree than a s1b11ng
_._m___m__A]though_there_Js;general_agreement_thatmﬁamnly_qhteraotjon_and_u_—-
-process is tmpdrtant in the-care of the CF member (Q'Grady, 1975;
‘Davies & Addington, i976; Kucia, T977), few researchere have,examined
which charaetertstics or resources are. most high]y associated with
fami]y(functioning;_ Rather,.the emphasis has been on the'physica1 and
crisis aspects of the disease. _. '
o Earlier etudies, which %ecorded charactertstics and problems of
“individuals in CF families (Turk, 1964' Law'1er,‘ et al., 1966), derived
information from very sma11 samp1es 1n c11n1c sFtt1ngs, present1ng a.
depre551ng p1cture of CF fam111es (Vance, et a]., 1980) Tropauer, et
a]., (1970), in. a psychological study of twenty CF ¢hildren and their
‘ mothers, conc]uded that anx1ety, 1nsecur1ty and emot1ona1 d1sturbances
. were evident and that the CF member and h1s/her parent were caught up
in t1me, energy and money coneum1ng treatment plans Law]er, et @1
(1966) in a. psycho]og1ca1 and psych1atr1c study of e1even CF children
reported that the maJor1ty of "the parents ~presented markedf

£
. pat1ents were preoccup1ed with. death

psychopatho]ogy and gross mar1ta1 d1scord" (p._1043) and that}a11 the =~

. ,.. .

Frydman (1979) questjoned such ioften-quoted,”1mpreESionisti¢‘L
,»findinde ‘and reports which have been baeed on replies from biased
» samp les and‘which'have'not been -carried out_thh‘suitab]e’contro1s.

GeneraTiaations from such ‘na11' samples may lead to unfortunate .

' stereotyping of CF families} -rydran a]so emphas1zed the 1mportance of



.providing comprehens1ve care to the CF fam11y and of prevent1ng

e secondary problems by 1dent1fy1ng barr1ers to effective adJustment to

CF. Steinhauer, et a]., (1974) reported that CF fam111es needed ‘-

resources——such-as~“strength““‘stab111ty “andsupport, but ~did not
e1aborate on what these enta11ed | | |

More famm]y authors = are writing about fami1y characterfstics‘

which are pos1t1ve and he]pfu] for family funct10n1ng A]though'the .

family is. reported as 1mportant in the care of the CF .member and may
'have per1ods of stress (factors 'wh1chg are a part of fam1]y
functioning),> 1itt1e fnformat1on appears in thef literature on 'the

attributes of optiha]]yhfunct{oning CF families.

Inside CF’Fami1y~Boundaries‘

Focus on. the internal aspect of CF fam111es has tended to be on
1nd1v1dua1 family members.fand their . prob]ems, “or on d1fferent |
'dsub-systems of the fam11y in which d1ff1cu]t1es have ar1sen (Burton,"
' a_]974 0 Grady, et al. 1975 Bhyce & Rodnan, 1978 Lewlston, 1980)
The 1mportance of the re]at1onsh1p d1mens1ons wh1ch promote CF fam11y
. funct1on1ng has not often been ‘mentioned or emphas1zed‘ M1kkelson, et
| al., (1978) 1n a study of parents of - 18 CF. fam111es however found that

e-respondents felt that the1r pr1mary source of strength rested in the1r

be1ng ab]e to share ‘the work and worry with each other. Vance, et a].,
(]980) 1n a contro]]ed study of the effects of nephrot1c syndrome on h
' 35 fam111es, found that some fam111es were - strengthened and brought '

together by the shared exper1ence of copvng with a maJor 111ness



Marital Dyad

' Pratt.(1976)'stated that the consequences ofta chrdnic'i11nessvon..

a- fami]y"may ‘be" reflected’ in- a decreased 1eve1v of - -husband-wife

commundtation, ,a‘ loss of sharing 'and }trust,ldand;j hence, decreased'
marital 1ntegrat1on. Other authors hawe 'reported ‘that chroniCaTﬁy |
.unexpressed fee11ngs typ1fy the coup]e w1th a CF member (McCo]Tum'n
‘;1975 Tropauer, et a] ‘ 1970) that the rate: of breakdown in fam111es E
w1th a. severe - chron1c 111ness is high (Ste1nhauer, et a] ' 1974), and
that there is: an 1ncreased d1vorce and su1c1de rate in such‘fami]ies
(Lawson, 1977). | :

- The presence of a CF member in a fam11y has also been reported to

1;'draw partners c]oser together (Trav1s, 1976), w1th .a c1ose and - shar1ng

':"marr1age offer1ng the greatest source of strength to parents of CF -

ch11dren (M1kkelson, et a] 1978) _ In eva]uat1ng the effect on the '
‘bre1at1onsh1p of ra151ng a ch1]d w1th CF Beg1e1ter (1976) found that'
the maJor1ty of coup]es (71%) fe]t that car1ng for an affected member
had brought them c]oser together McKeever‘(1981) reported that 1n a -

study of 10 fathers of chron1ca11y in ch1]dren, hS]f of the fathers

‘ fe]t that cop1ng w1th the1r ch11d' 111ness had strengthened the1r o

-;marraage.v " The other ha]f fe]t that the constant worry and tens1on :
‘assoc1ated w1th the1r ch11d's 111ness had weakened the1r relat1onsh1p
w1th their w1ves They went out 1ess than once a month with the1r"

: ‘w1ves due to lack of energy or fear of 1eav1ng a s1ck ch11d w1th a .

"pbabys1tter

Sone authors have expressed that marr1ages have been stra1ned by

- an undercurrent of apprehens1on andfstressﬁ created by the presence of -



a chronically'ill chi]d,_and'that’couples of such marrtages spent. less

© time together (Turk” 1964; Burton, 1974)4 Denning, et a]. (1976) ina -

'study of 104 fam111es w1th CF ch11dren 11sted e1ght causes - of mar1ta1

/

| L stress the treatment reg1me, the burden of care on one parent fear

tof the, death of the CF member, the f1nanc1a1 burden, 1nterference from,‘
~tre]at1ves,‘ the hered1tary nature of CF, fear of pregnancy,.‘and
,a]coho]1sm o | R
It could be conc]uded that marr1ages in'.CF ‘fam11ies are fn.e
Jeopardy 1n 11ght of such negat1ve reports A Detalted exp]orat1on of .
‘mar1ta1 sat1sfact1on and strength in such marr1ages “is ‘'sparse, with |

‘ex1st1ng 1nformat1on pcom1ng ma1nhy from mothers and from c11n1c’

"fam111es in stress re]ated s1tuat1ons Thqre rema1ns a conf]1ct of

. ' y
‘:op1n1on as to whether the amount of - t1me and energy devoted by CF LI

scareg1vers 1eads to emot1ona1 neg]ect and d1stanc1ng of spouses '

”T(Patterson, 1980), or “to br1ng1ng coup]es c1oser together (Begleiter, gk

..:]976 Trav1s, 1976). ‘i.<, T

_eParental Dyad : ‘""[_ ,":"h' N SR n"l_h

 Research on - CF fam111es jhas most. often focussed on the

1nformat1on re]ated to mothers. The mother has trad1t1ona11y been the

'prtmary careg1ver and the one on whom the burden of care for the CF{’ N

'fmember has fa]]en (Denn1ng, et a] 1976) Th1s s1tuat1on eas11y 1ends ‘

i ltself to the mother becom1ng ovériy 1nvo1ved w1th and over]y

‘protect1ve of the CF member, perhaps then haV1ng 1ess time for the-"

'other fam11y members Such parent/ch11d 1nvo]vement may ‘be regarded as

-.somewhat undes1rab1e for opt1ma1 fam11y funct1on1ng. James.&,McIntyre
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‘(1983) ih discussing famfly therapy and the women's movement -howe ver

have argued that" mother/ch11d dyads and d1stant fathers should be seen
as__ . norma1 rather than_a__const1tut1ngse_an_“_aberratlon_"_” __;Eam11y
funttioning“'( 127) They suggested that more cons1derat1on ‘be given
to psychodynam1c and soc1o po11tvca1 factors when dea11ng with fam111es

The proport1on of women who are mothers and are emp]oyed has been

stead11y 1ncreas1ng in the western wor1d Comeau, et 5T“;ﬁ(1980

however found 1n a study of 100 fam111es w1th chron1ca11y ill ch11dren,‘

11nc1ud1ng those w1th CF that mothers w1th severe1y 1mpa1red ch11dren.-

n

:were most 11ke1y to remain at home in_their’ careg1v1ng ro]e regardless

of the f1nanc1a1 s1tuat1on

Accord1ng to Mch11um #1975) fathers - ‘may feel exc]uded by the

"f1nterdependent re]at1onsh1p of mother and ch11d Turk a(1964) and'
‘Rosenste1n_ (1970)' concluded ‘that fathers found ways to absent

themSe]ves from the1r fam111es‘ (work1ng overt1me, etc. )_ and were

P

uninvolved  in - the da1]y care of their chron1ca11y 111 members

Tnt

~.M6Keever (1981 however found in a study of ten fathers that fathers_,

-were deeply 1nvo1ved on a day-to day bas1s but found 1nteract1ons with -

\

'.-the1r CF ,ch11dren,- part1cu1ar1y_'the1r questions about the d1sease,

difficult to handTe.

-

'E:Therezvappears’fto"be ‘Titt1e_'consiStent 1nformat1on in the

h 1ﬁterature on‘the parentaT dyad in Cthamilies. Even less 1nformat10n '
- appears to be ava11ab1e about the strengths or character1st1cs of

"parents whwch are assoc1ated w1th fam11y funct1on1ng.
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Because of the time requ1red for da11y treatment of the CF family.
member, s1b11ngs may exper1ence resentment, jealousy and 1nsecurnty."

Tropauer, et al. (1970), reported that -siblings of 26 families

"frequently‘deferred their wants and needs as the CF child became: the

focal point of fami]y interactions The brothers and s1sters in CF

,fam111es who a]so had the d1sease but to a 1esser degree felt quilty

for be1ng ‘healthier and some never knew the1r ‘older CF shb11ngs who had

d1ed _ :
Tay]or‘(1980) in a study .of -the effect of. chron1c 111ness upon

'25 well: sib]ings, found that two-thirds of . the: “group exper1enced |

fee11ngs -of 1501at1on, felt exc]uded by . the parent and i1l ch1]d dyad‘
dnd per1phera1 to the.fam11y at c]1n1c v151ts They felt 1gnored-by :
health hcare prov1ders and - 1nadequate due- to 1ack of. feedback from

Jarents. They fe]t \depr1ved of adequate time and attent1on from

parents to foster good re]at1onsh1ps. Lack of touch and phys1ca1

closeness “were expressed B 35A 'we11 ' é fee11ngs of gu11t .and

inferiority. A]though the overa11 1mpact was negat1ve, there were some ‘
¥

: pos1t1ve effects such as be1ng able to ass1st fam11y cop1ng and fee11ng

"grat1f1ed w1th the resu]ts, ass1st1ng w1th the chores to re11eve theo

f‘,111 s1b11ng or parent deve]op1ng empathy, warmth and- pos1t1ve fee11ngs

”‘as' a resu]t of 11v1ng thh 'i]]y s1b11ngs, deve]op1ﬁg a sens1t1ve

'percept1on -of how the parental relat1onsh1p was affected by the

111ness, and rece1v1ng acceptance and pra1se for the1r 1nvo]vement. oy .

Vance, et a] _ (1980) stud1ed 35 fam111es w1th ch11dren with f

"nephrot1c syndrome and found that ado]escent s1b11ngs showed 1ower

-

3 s

i
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self- secur1ty, less social conf1dence than their peers, poorer academ1c
achievement and were descr1bed by parents as having 1es§ favourable

emot1ona1 health The study revea]ed a p1cture of a sheltered,

protected fam11y environment, wh1ch suggested an enmeshed fam11y system

Info;mat1on in the CF 11terature_onAwhat happens inside families
has focussed fmainly on the effect of a° CF member on individuals,
Little has been written -on the chahacteristics of re]ationship

.dimensions in the family and of the effect‘on'famj1y-functioning.

Outside CF .Family Boundaries

The nature of CF requires that families )seek information,
. .education and supportifromIOQtside systems in order to'provide‘optimal
.care or a daily basis at home. Penneability.oT bbundaries permits'this
exchange. The* time-consuming da11y care, how@ver may reduce - ‘the
| ab111ty of the fam1]y to ma1nta1n such outside networks (Pratt 1976)
and the fam11y system may become closed at a time when network contact

cou]d be support1ve

" Health Care De]iveny‘System (Hcos)

The hea]th care system cons1sts of serv1ces whlch are designed to

prevent d1sease and ma1nta1n hea]th._ The system ‘is compr1sed of -

" numerous d1sc1p11nes, . some of.y whxch are nur51ng, med1c1ne,,‘v
1cehabilitation, mental heajth phannaco]ogy, "1abohatdry vserVicesg

educat1on re11g1on,band nutrition (Ha]] & weaver, 1977)
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The Family -.HCDS Interface

EThe management of the chronically il child and- his fami]yl;/

requires the resources of a team of professiona]s (Steinhauer, et al.,

1974) Epstein (1975) rev1ewed a philosophy of care which stated that

S

*“*‘the greater—the*nUmber of spec1a11sts seeing an 111 person, the mpre.

superior the care. She warned however,Athatfa conyergence “of doctqhs,
nurses, social workers, physiotherapists, inhalation therapists,
vocationa1 guidance workers, dietitians and vothers'cou1d overwheIm a
ffamily and leave them with the impressdon that they are "sjck".

' Mikke]son et a]., (1978)-reported-that mothersfsaw"three main

groups as 1mportant sources of support concerned doctors who were

" honest and hopefu], soc1a1 workers espec1a11y around 1n1t1a1 stages of ;

dealing . w1th diagnosis; and nurses, who - were seen as 1mportant in the'H

ongo1ng care by giving encouragement emot10na1 support and -med1ca1

1nformat1on. In McKeever s (1981) study, it was stated that fathers

had less contact with hea]th care profess1ona1s than mothers and that=

-

the fathers fe]t\ they rece1ved 1nadequate profess1ona1 support or:

preparat1on about what to expect part1cu1ar1y at the t1me of d1agnos1sw

w1th a home care treatment reg1me, the ro]e ‘of the fam1]y as a»

member of the hea]th care de11very team is very 1mportant Ep1sodes of

hosp1ta11zat1on are- often cr1s1s s1tuat1ons for CF fam111es, in part

because the boundary 1nterface of the fam11y and the HCDS may not be__'

| smooth Ste1nhauer, et a]., (197ﬁ) referred to._behav1ours ‘such as

parenta] cr1t1c1sm of hosp1ta1 staff, parentaT oVer-ano]vement With'_

: "the hosp1ta]1zed ch11d and over]y demand1ng requests by parents of

/-

' staff, as responses to anx1ety and as d1sp1acement of fam11y resentment
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about having a serious]y 111 member. Mikké]son, et "al., (1978)
reported'simi]ar_reactions such as parents expressing fear that staff
would be .too busy to-.give individual care and parents blaming

themselves for beingpunable’to prevent problems which resulted in the

'hCF member. being hospita]ized' Some parents we1comed the opportunity to
turn over the care to the experts, and to have temporary relief from
such a respons1b111ty Some_mothers who held unrealistic expectat1ons
of "themse1ves' perCeived the need for' help. as a weakness, and were
“unable to ask for aSsdstancei(Mikke1sen;'et al., 1978). s
Mohr\&,Denningl(1978), in prov1d1ng care  for approx1mate]y 200
'tami]ies_wtth one'qr moreAchitdren wqtq CF,~reported that psycho]og1ca1'
consu]tatjon .sought :for“ sopportive' purposes focussed - mainly on'
individua1s such as. parents, spouses” of CF 'individoats; or adult CF
'1nd1v1duals who were - part1cu1ar1y d1ssat1sf1ed w1th their genera1 11fe ,
patterns. Concern about the d1sease was usually. a secondary factor
The way a pSycho]og1ca1 prob]em was perce1ved by the CF member and h1s
fam11y was -a maJor determ1nant of the k1nd of psycho]og1ca1 he]p t hey
accepted There Was no emphasis or concern expressed in the report for:~n'
systems .such’ as the who]e fam1]y un1t, or - for subsystems such as the .
"mar1ta] system. & | v‘ » |
| “In 1977 Lawson stated that parents were an essent1a1 part of the-
fhea]th team and needed to be 1nc1uded in the p1ann1ng and g1v1ng of

,‘treatment for.the ch11d, In a booklet "Cyst1c Fibrosis - GU1de11nes"

‘,afor Health 'Personnel" r(1981),7'the team approach to care,; wh11e B

emphas1z1ng the team members roles in’ deta11 however d1d not 1nc1ude,'~'

" “the fam11y S ro]e 1n wh1ch the maJor1ty of dai]y ongang care'is g1ven



32

S . , ,' :

Health care-involves both the physical ‘and emotional elements of
.weTT-being;\ Outside famiTy.system57Which are important,: but which.may.
be less obvious in providing support to fami]ies, are those of the .

church or mintsteria] system, and the schooT~systen;

. Ministerial service There are some references in the 11terature

on the 1mportance of reT1g1ous vaTues in fam111es dea11ng with chron1c
111ness SettTes (]980) reported that in fam111es “coping w1th |
'chron1ca11y i1l ch1Tdren, reT1g1os1ty enhanced the parents' ab111ty to

. rmeet the _ch11drens needs. In the M1kkeTson study, reT1g1onf‘aTso
p]ayed an important role for parents M1nuch1n, et ‘aT.,x‘(1975),"'
l_however, caut1oned that in. rigid, overprotective 'famiTies,A a strong
I'reTtgious. or ethwcaT code may buttress and prov1de a ratwona]e for
,avoiding conflict. Patterson (1981) stated that reT1g1on coqu be of -
assistance to many CF fam111es He suggested that the putt1ng as1de
of trad1t1ona1 -religiousa beT1efs, -,may have : compounded thev
' self reproachnent observed 1n parents of CF ch11dren

. In the Tlterature on CF fam111es, authors do- not’eTaborate upon
the extent of the fam11ys ' 1nvoTvement ;in ' p1g1ous or church

' act1v1t1es The pTace of the m1n1ster in the support system of’ theée

-',Afam111es 1s aTso not 1dent1f1ed nor - do the authors eTaborate upon

"varlous fam11y members' percept1on of re11g1os1ty or personaT sp1r1tua1

'--Tgrowth as . a strength at var1ous stages of deveTopment qin the fam1Ty

'T1fe cycTe or at the d1fferent stages of the d1sease The sp1r1tua1 or }
re11g1ous eTement an area of strength and support, ought not to- be
.overTooked (F1sh & SheTTy, 1978 Beavers, 1977 Patterson, 1981)

SchooT. The schooT represents a natura] extens1on of the fam11y :
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for any child's deve]opment both academically and soc1a11y It s -

1mportant to consider the behav1oura1 and soc1a1 effects of chron1c]

LS.

illness on both the child and his or her schoo] env1ronment and on the ?

actual illness or the need to attend to regu1ar medical progress checks

and prevent1ve care. Teachers may - be re]uctant to ta]k w1th parents'

about the1r chron1ca11y in. ch11d because of the1r own fears and ‘

»therefore,‘1mportant for parent teacher contact to 1mprove cooperat1on

and understand1ng between fam11y and schoo1 (F1nd1ay, et al. 1969)

Here, aga1n, the authors of CF 11terature have p]aced 11tt1e emphas1s

‘ on fam11y, but on the 1nteract1on between var1ous 1nd1v1dua]s such as

|
:parent teacher—ch11d R

Extended fam11y The extended fam11y 1nc1udes 1nd1v1dua1s who: '.,

Hare‘related to one another by b]ood or marr1age They 1nc1ude ‘such

1nd1v1dua1s as. parents, grandparents, brothers s1sters, aunts,'unclesat.:
j‘.and 1n-]aws d o | o | | h | , : |
At a, t1me of 1ncreased mob111ty and 1ong d1stances from fam111es'.-;,
v'of or1g1n, the ava11ab111ty of extended fam11y to CF fam1]1es 1s 1esst?g,

than it was in the past. M1kke1son, et a] (1978) found that mothers._--

“fpart1cu1ar1y d1ff1cu1t t1me cop1ng w1th the stress of the d1sease"~*5“z:“
~,:"Frydman (]979) added that re]at1ves were 1ess 11ke1y to prov1de‘
‘f_enot1ona1 support than tang1b1e g1fts. Croog, et al. (1972) 'a

| study of 345 men w1th myocard1a1 1nfarct1on found that the'mén rece1vedh;-'

.\_most he]p from the1r own fam111es of or1g1n, the1r 51b11ngs and‘

\

e fam1]y (Isaacs & McE]roy,_ 1980). = School absentee1sm may be due.to

'nu.react1ons concern1ng potent1a11y fata1 111ness (Green 1975) It is,

',v who 1acked the support of other fam11y members or fr1ends had aa'
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parents, fo]lowed next by friends and neighbours
Relatives have been found to react with greater den1a1 and

| ‘vulnerab111ty to the d1agnos1s of CF than parents (Meyerow1tz & KapTan,

“ 1980 Thompson, ]980)

'”‘ 1967) They-may—be-- caTTed upon-to*g1ve support —at™a t1me when;they. RS
themse]ves need it. Extended fam11y members support may. be tempered |
by the genet1c aspect of the d1sease, and fee11ngs of fear and b]ame ;
may cause the fam11y to w1thdraw (Beg]e1ter, 1976 GTuckson & Denn1ng,
The 11terature on the‘role and 1mportance of the extended fam11y )
cto CF fam1l1es 1s scarce Seen as” ‘an 1mportant resource in opt1ma11y
7funct1on1ng fam1]1es, ljt . not c]ear how. the;textended- fam11y ‘
:’contributes to the functioning.of CF_faijies;T | |
The amount of t1me requ1red to g1ve CF care may often reduce or
r.prec1ude t1me for 1e1sure act1v1t1es or for -pTannnng. a- vacat1on~
‘(Lawlor,ﬁ T977 McKeever, 1981) The degree to wh1ch CF fam111es ff!.n'f
T_tact1ve1y part1c1pate in outs1de recreat1on and sport1ng act1v1t1es has‘
'.;_not been exten51ve1y documented Ch1nn (1979) however reported that ; oo
f‘fsuch part1c1pat1on was assoc1ated w1th 1mproved hea]th and 1ncreased
';self—esteem of the aff]1cted fam11y members | The 1mportance of “an’ :
'_y_ct1ve rather than a pass1ve recreat1ona1 or1entat1on was stressed by
T';Comeau,_ Tetf ' (1980) in - all study of 100 fam111es w1th
"’mye10men1ngoce1e and CF ch11dren They found that fam111es w1th an -
Tact1ve recreat1ona1 or1entat1on were . ‘more" T1ke1y to foTTow through on rffb

{ prescr1bed treatment reg1mes, and to ma1nta1n and somet1mes 1mprove the f'"
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“level of health of the affected members.

' Feedbackhin CF Families |

- In cop1ng with the chron1c 111ness of one or. more members,.

:fam111es must respond to feedback or1g1nat1ng from both 1ns1de and
icouts1de the fam11y Comeau, et al. (1980) found that fam111es with a

chron1ca11y i ch11d are 11ke1y to exper1ence long “tem behav1oura1
changes 1n fam11y -ro]es, ru]es, and patterns of 1nteract1on : 'The
ab111ty of a fam11y to use a cr1s1s or seem1ngly 1nJur1ous exped1ence
"“as a means of growth 1s seen by some theor1sts as a strength (Otto,
| 1975). Organ1zat1on and use of 1nfonnat10n by CF families who “are

| ‘funct1on1ng we11 however have not been documented - '*\_L'

In ‘a study of 56 CF fam111es, McCo]]um & G1bson (1970) described‘,w

a process of four stages _ pred1agnost1c,,confrontat1ona1' Tong term‘

C \ . .
.;'fadaptat1on, anqr tenn1na1 Emphasis, however, was on: the negat1ve

aspects of adaptat1on such as d1sorgan1zat1on of the ﬁam11y, gu11t and_
1so]at1on | S1m11ar1y, Bruhn (1977)~descr1bed the effects of chron1c” .
111ness-,; fam111es as dls1ntegrat1ve rather than 1ntegrat1ve,;>
d1srupt1ng the usua] ways 1n wh1ch fam11y members behave toward oneh'_'
jhtanother Other authors (Turk 1964 Grossman, 1975; Isaacs & McE]roy,'nil- .
11;4980) ' have - descr1bed , 1nter-persona1“; prob]ems . such _;agff
‘.efoverprotect1veness, marr1age d1ff1cu1t1es or scapegoat1ng~ They stated-‘
‘ithat where fam1]y members w111 not;_ or: cannot ‘ change ro]es andufe
\-A:rea11ocate tasks, fam11yﬁ breakdown ‘becomes a. rea] pbss1b111ty, thus_.of
‘5affect1ng the treatment reg1me (Dav1es & Add1ngton, ]973,anruhn,1£_

.k11977),> rI.n'_the 11terature there - is’ 11tt1e”;or; no- discussion'for,_



description of family characteristics, particu]ar]y of family strengths
in the d1fferent stages of 111ness or family 11fe cyc]e

~ Optimal’ fam11y funct1on1ng requ1res commun1cat1on which will

" enable families to se1ect 1nformat10n, decode it, use it and learn from
'the process . Positive commun1cat10n sk11ls enhance the fam11y s
.ab1]1ty to change its power structure, ro1es and- re]at1onsh1p ru]es in
‘oresponse to new 1nformat1on (01sgn, 1981) "The need for CF fam111es to .
:respond to feedback from w1th1n and outs1de the fam1]y wou]d seem to

require h1gh 1eve15 of fam11y commun1cat1on Yet many authors who

B reported the 1ack of commun1cat1on in CF fam111es a]so emphas1zed the

| _1mportance‘of parents' management of, and adJustment to, the disease
- (Turk, 19645 Meyerowitz & Kapan, '1973>;_4St‘E1',nhauer, et al., 1974;
MeCollum, 19763 Travis, 1976): o S
| Although there Tis little supportive 'evidence; some authors o
' ”suggest that the burden of - car1ng for a chron1ca1]y i1 ch11d may
adyerse]y.affect thenhea1th of the parents (Sett]es, 1980) ‘ McKeever
' (]981)=reportedfthat,‘in:CF'famiTies- fathers perce1ved mothers"hea1th-
'problems _ to‘ includei' fatigue,'A anx1ety, depre551on and,. migraine
:headaches Fathers “in CF fam111es exper1enced chron1c hea]th prob]ems,l'
- 7.usua11y of . a stress re]ated nature (Burton, 1975) |
“ The durat1on and sever1ty of the CF. members hea]th must be_
'_'cons1dered in dea11ng w1th fam11y funct1on1ng Bruhn (1977) stated
fthat sever1ty of a chron1c 111ness and a fam11y s ab111ty 'to adapt
-vaffects the outcome of‘the period of d)sequ111br1um exper1enced by many"
. .such fam111es Boy]e, ot (1976), however,} focu 51ng on CF

'bjnd1v1duals and not vfam11ies, ‘reported “that. the functional Jevel of
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behavioun of the CF “individual was not appear significantTy related to

either severity of illness or particular personality type. In a'ten'

year Tongitudina].study of the functioning of 100 CF families, Sjbinga" '

y

& Friedman (1981) found that neither the severity of the disease nor
its duration were reTated to parentaT COang patterns It may be that
other factors such as the heaTth ‘of the parents are more highTy
'assoc1ated with optimaT famiTy functioning than the TeveT of heaTth of
the CF member | - |
In a sampTe of TOO families taken from a w1de range of sources,

"leoos & Moos (1976), u51ng the Family - EnVironment ScaTe (aTso used in

' this study and described in the methodology chapter) derived 51xu

'styTes of response to famiTy feedback and pointed out how such styTes

-of. feedback.response,were linked to‘famiTy outcome.“ The structure-i

" . oriented famiTieij represented eight .. percent of " the '-sampTe'

- Characteristica]Tyr they placed emphasis ~on: structuring family

: .actiVities, »had explicit .. family 'ruTeS' and FESPOTSTbTTTtTES," were

‘strongTy committed to the famiTy and were 1nh1b1ted in. expre551ng anger e

<

', and conflict Nine percent of the families were expre551on-oriented '

’Lwherein members were encouraged to- act openTy and to express th81r>:.

’ feeTings There was, however, Tack of cTarity regarding rules and

respon51b111ty The moraT religious oriented families made up eTeven'

: :percent of the sampTe and empha51zed ethicaT and reTigious issues and

"'vaTues Independence oriented famiTies, twenty-four percent of the

samp]e, tended to be assertive and se]f-suff1c1ent thought things out

. for themseTves ‘and- made their: own dec151ons Nineteen percent of thep

L famiTies were achievement-oriented famiTies and were characterized by
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their'strong emphasis on different types of activities in a competitive'

framework. They were interested_dn working‘hard,and getting ahead in

life. The sixth group. of. families were conflict-oriented with a high

“degree of . conf]ictua] interaction, 'emphasized by open xexpression' of
anger and aggress1on and a Tlack of, concern, comm1tment and mutua]
he]pfu]ness and support in the fam11y | | | o

With the amount of contact CF fam111es have with the hea1th care.

de11very system “and the amount of 1nterpretat1on and app11cat1on of .

"1nformat1on they are requ1red to undertake 1n order to prov1de’care for

_their CF members at home, the fo1low1ng character1st1cs are 1mportant15;
for fam11y funct1on1ng permeab1]1ty of boundar1es, 1eve1 of feﬁdback‘7'
and 1nd1v1dua1 resources There are no stud1es on CF fam\11es sty]es
of respond1ng to feedback, nor on wh1ch sty1es might be most adapt1ve-‘
fortMm.vfi '_ o |

| There has not been a tendenéy to v1ew CF fam111es as fam111es .

o from"a systems perspect1ve. Attent1on has. been pa1d majnly to.
-individua]s-1n subsystems and associated areas of concern. There is

| “a1so a sparc1ty of  CF 11terature dea11ng w1th fam11y funct1on1ng and‘

'1ntra fam11y re]at1onsh1ps. As1de from somewhat negat1ve specu]at1on L

based on sma]] c]1n1c samples, who  were 11ke1y in cr1s1s, Tevels of,
B fam11y funct1on1ng and character1st1cs assoc1ated, wath - CF famjly'

funct1on1ng have.not-been documented.



. CHAPTER IV

METHODOLOGY

Th1s study was part of a proaect ent1t1ed "Fam11y Functyhn1ng in .
CF Fam1]1es",h conducted by Norah Keat1ng and the author dur1ng theai
“winter of 1981 82 The purpose and methodo1ogy were rev1ewed by the]h'

'EthiCaT Review Comm1ttee of The Facu]ty of Home Econom1cs of the”fh

bg.Un1vers1ty of A]berta and found to 1nc1ude eth1ca1 measures wh1ch . i P

- safeguarded the pr1vacy of both part1c1pat1ng and nen- part1c1pat1ngp
fan111es. Th1s concern was - especwa]]y 1mportant because the popu]at1on g

'stud1ed was sma]1 and eas11y 1dent1f1ed

bData Co}]éCtionf,j o

'_ ']; - ‘Thet proposaT was subm1tted to the Execut1ve ‘of the Edmonton

Chapter of the Canad1an Cyst1c F1bros1s Foundat1on and penn1ss1on,;

to use the1r ma111ng list to seek part1c1pants for the prOJect 1ﬁ; :

"_ was requested (Appendtfo )
-2, '_'W1th th1s‘penn1ssion granted, request for participation was sent

- to. those peop]e on the ma111ng 11st of the CF Chapter by the,h

b-secretary 1n the CF Chapter Off1ce Inc]uded w1th the requestl_”ab

-was a 1etter of endorsbment and 1nv1tat1on from the Chapter
C‘Pres1dent two consent fonns, and a stamped, addressed enve]ope
'Cfor rep11es (Append1x B) The pos1t1ve rep11es w1th phone

"numbers were forwarded to the 1nvest1gators

C
. d

- 39
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.The* 1etter:‘of‘.request informed potential part1c1pants of the
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~ reason for - the project' 'The consent fonn emphas1zed ‘that’

part1c1pat1on ‘was vo]untary, that the part1c1pants could w1thdraw-

Cat any. t1me, and that responses wou]d be he]d in conf1dence. The

consent form 1nc]uded a quest1on ask1ng whether respondents had

.

.percent ‘of the women and -81 percent of the men had ‘hot

:'_ part1c1pated 1n other research prOJects.

Off1ce Secretary placed a rem1nder in the CF Chapter News]etteri[i”

to return the quest1onna1res as soon as poss1b]e. A11 potent1a1

_te]ephoned by the secretary

the 1mstruct1ons were forwarded by ma11 w1th an. addressed ;f"

S,

. ever part1c1pated in. previous research prOJects. Th1s quest1on'
'was asked since the CF C11n1c phys1c1an thought that the fam111esrﬁ-
-had been exposed ‘to too many research proaects by: students 1n,;'

f:areas such as nurs1ng, nutr1t1on, and med1c1ne E1ghty-three.';

: f‘After the dead11ne for quest1onna1re return had passed the CFZ

'part1c1pants who' had not rep11ed to the ma11ed request were;‘iﬁ_"'

- The 1nvest1gator te]ephoned the.volunteer part1c1pants to arrangei7
sfa su1tab1e t1me and p1ace for the 1nterv1ews.' Dur1ng .homei
"_v1s1ts, : bo h : partners worked v n-fy_thet uuest1onna1res ’
"_simujtaneous1y, but separate]y. The demographlc quest1onna1re,*l5"
v’which was thee-only 1nstrument request1ng CF 1nfonnat1on, was,‘;'

- comp]eted 1ast. In most cases, 1nterV1ews were . conducted 1n thee"

E home of tthe part1c1pants. where persona1 1nterv1ews were ‘not- o

-;.feas1b1e because of d1stance or weather, the quest1onna1res andv,

_stamped return enve]ope.v' Ava11ab111ty of the . 1nvest1gator hy’,
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‘telephone was ensured When the quest1onna1res were not

returned, a fo]]owuup phone call was made by the -investigator.

- ‘Such ca]]s resu]ted in the return of the compTeted forms.
:d~5."' Responses " were ' 1dent1f1ed 'by a code —number protecting
'\ part1c1pants' ident1ty.‘ » | . “ _
O n:SampTe Se]egtion '

The samp]e was drawn from e1ghty two fam1]1es dn Northern ATberta

.w1th one or. more d1agnosed CF ‘members and whose names appeared on the
1 ma111ng 11st of the Edmonton Chapter of the Canad1an CF Foundat1on '
The samp]e cons1sted of those fam111es 1n wh1ch one or both spouses‘
volunteered to part1c1pate by s1gn1ng and return1ng consent forms ‘
of the e1ghty-two fam1]1es contacted 33 were w1111ng to

fpart1c1pate_(40%) TT sent back negat1ve rep11es and 38 d1d hot rep]y. .

rInstrumentatiOn

B Four quest1onna1res were. used.. - Threel were estabTished’ and |
pub]1shed 1nstruments the Fam11y Funct1on1ng Index (FFI) ‘the Family
'J Env1ronment ScaTe (FES) and the. Fam11y Inventory of Resources for
Management (FIRM) . The, Genera] Informat1on quest1onna1re was des1gned-'

and pretested by the researchers

:‘FamiTy Functfoning-lndexgigfl -'_ ' o L .
; The FFI (Append1x C) is a screen1ng instrument developed by
PTess and Satterwh1te (1973) as a s1mp1e, eas11y adm1n1stered and

eas11y scored test to assess the funct1on1ng of families with a

.
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' chronicale i11 child. The FFI focuses on relationships between family
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members It was designed to measure the funct1on1ng and the strength ‘

.~-‘:of reTat1onsh1ps and the life sty]e of the famx]y as a whole (Strauss,

' 1978) The .principle components_w1th which it deals are ‘intra-family

relationships: 'cohesiveness, ,decision-making, marital satisfaction,

frequency of dlsagreements, ' communications, weekends“__togetherr____t

‘probTem-501v1ng and a general assessment of happ1ness and cToseness of

‘the fam1]y un1t The FFI is compr1sed of 17 quest1ons.- Each response

R

A

is ass1gned a score, the sum of which range from 0-39, wwth the h]gher -

scores 1nd1cat1ng a more des1rabTe -and.- hea]th1er TeveT of funct1on1ng

l

"The- totaT score on the FFI was used in this study as a gTobaT measure_

- of. fam11y funct1on1ng

v Re11ab1]1ty of the FFI 1nc1udes a correTat1on of 72 between the

scores of husbands and w1ves, obtained independently (PTess &

'Satterwhite, 1973) For test-retest reTiability, a correTation'of'+ 83

‘(bt -.001). was. obta1ned for the who]e 1nstrument over a five. year

period (Satterwh1te, et al. 1976)

VaT1d1ty stud1es were done by correTat1ng FFI scores of mothersh

w1th rat1ngs by soc1a1 workers and” non- profe551ona1 counse]]ors whob

knew tte 65~fam111es ' The mothers' scores were corre]ated w1th the f[-

» rat1ngs of the workers,. .39, p | . 001 (PTess & Satterwh1te, 1973).

FFI Rev1s1ons The- FFI as a fam11y funct1on1ng 1nstrument 22s K

genera]]y been adm1n1stered onTy ﬁo parents The or1g1na1 sca]e was

- apparent]y 1ntended for uce’ only w1th women as aTT references to spouse,

=3

are “husband.“ Because the present study was_to 1nc1ude 1nd1v1duals

who were not 1n 1ntact marr1ages,. the FFI was |nod1f1ed s]1ghtly to-

\
L
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“include respondents whose significant.other was not a’spouse. The word
"husband" was changed to "partner," making. the instrument more.reTevant<
‘for'use@byzboth‘men and women. Scoring was not affected by these
changes. | R | - .

The instrument was- obta1ned in m1crof1che fonn from the Natijonal
___w“_Auxlliary PubT1cat1on_Serv1ce (NAPS II}__New —Yorks—and— was-transcr1bed————¥

'
>

1nto a usabTe format _

1 vFamiTy Environment ScaTe'(FES FORM R)

-~ The FES (Append1x D) 1s a 90 1tem true- faTse 1nstrument deveToped

by RudoTph H. Moos §n 1974 to assess the soc1aT c11mate of all types of .~

fam111es

It focusses on the .measurement and description of the -
..1nterpersona1 relationships among family members, on the
directions of personal ‘growth which-are emphasized in the
~family, and on the -basic- organizational structure of the
fam11y (Moos, InseT Humphrey, p 3) . .

oy . . ) ’v,‘:u" o . . .
& i :
‘2 , A

The sca]e can be: used by fam1]y members themselves or by observers such
- as psychotherap1sts and marr1age counseTTors. The ﬁcale can aTso be‘
i used to compare and‘contrast the soC1aT c11mates of d1fferent fam111es,
to study fam111es over t1me, to evaTuate change 1n fam11y soc1a1 f
| env1ronments reTated to nntervent1on programs and to enhance the :
e ,rlchness of cT1n1caT case deScr1pt1ons (Strauss &. Brown, 1978) |
The FES is compr1sed +of ten subscaTes wh1ch faTT into three

‘. -

d1mens1ons. T

» .

ReTationshipiDimension _ SubscaTes one - to three assess the extent

-

to thCh fam1Ty members feeT that they beTong to, ‘and are proud of -
. . _ o



their

fam11y, the extent of open express1on within the fam11y, and the :

degree to wh1ch confllct is characteristic 1n the fam11y

1.

members are concerned w1th and . committed to the family. It -

includes items des1gned to reflect enthusiasm;“support and

44

. Cohes1on. This subsca]e measures the extent to which fam11y}

construct1ve“act1V1ty

Express1veness.A 'Th1s ‘subscale‘ measures the extent to which

fam11y members are . a110wed and encouraged to act open]y and to -

‘express the1r feellngs d1rect1y

. - Conflict. Th1s subsca]e assesses the extent to wh1ch openfj

express1on of anger and aggress1on and genera]]y conf11ctua1

-"1nteract1ons are character1st1c of the fam11y

-Persona] Deve]opment or Persona] ‘Growth D1mens1on. Subsca]es

“four
develo

o,

to ewght measure the . emphas1s w1th1n the famlly on certa1n

pmental processes that may be fostered by fam1}y 11v1ng

. .Independence Th1s subsca]e measures the fam11y S emphas1s on‘ '

' autonomy and fam11y members do1ng th1ngs on the1r own, and -

‘'assesses the extent to wh1ch fam11y members are encouraged to be _*{

self- suff1c1ent and to make the1r own dec1s1ons, 1nc1ud1ng 1temsf

're]ated to persona] deve]opment and growth

' ‘Ach1evement 0r1entat1on : Th1s subsca]e measures the fam1]y 5;'

emphas1s on academ1c and compet1t1ve concerns and- assesses the"

emphas1s on ach1evement gett1ng ahead 1n 11fe, and sett1ng h1gh

';goals

Inte]]ectua] Cu]tura] 0r1entat1on ‘This' subscale .assesses thep».y

Afam1]y S emphas1s on 1nte1]ectua1 and cu]tura] act1v1t1es, suchh
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as go1ng to 1ectures, p]ays and concerts, read1ng books, p1ay1ng

mus1ca1 1nstruments,' and engag1ng in art1st1cF‘or craft-type‘

..act1v1t1es.

73} Actlve Recreat1ona1 0r1entat1on. ' Th1s subsca]e assesses the'

‘3extent to wh1ch fam1]y members are encouraged to have hobbies, to.

. be: involved 1n ‘a var1ety of act1v1t1es outs1de work or schoo]

and to have d1verse 1nterests.

8. Mora] Re]lglous Emphas1s. Th1s subsca]e measures the extent to .

dwh1ch the fam11y emphas1zes and d1scusses eth1ca1 and re11g1ous

_1ssues and va]ues.'

B lSystem Maxntenance Dimension. The_ last tWO subsca1es',lre‘

‘system-or1ented in that they‘obta1n 1nformat1on about the structure or . .

- iorgan1zat1on w1th1n. the fam11y and the degree of contro] usua]]yiﬂ

exerted by fam11y members v1s a- v1s each other. ’

r9.1 vOrgan1zat1on. This subsca]e measures the fam11y s emphas1s on'

; ”var1ab1es; such as neatness,, structur1ng fam11y act1v1t1es,

;_f1nanc1a1 p1ann1ng, and punctua11ty

'3g“10;f' Control Th1s subsca]e ‘assesses, the extent to which the- fam11y

,:funct1ons by re]at1ve1y str1ct ru]es and regu]at1ons" fori.

dprocedures (Moos, Inse] Humphrey, 1974 . 4)

;Each subscale is - made up of n1ne 1tems on. the test w1th a potent1al

*score between O and 9 The tota1 scores for each subsca]e were used in.

fth1s study

e The FES was used because it g1ves a prof11e of fam11y enV1ronment‘_

e through an 'exp1orat1on of areas of fam11y funct1on1ng such a;gf»

.problem-solv1ng, , commun1cat1on, o affectlve reSpon51veness,;j ro]esi7;'i

L

N - . : . . . -
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affect1ve 1nvo1vement and behav1oura1 contro]

Interna] cons1stency 'scores ranglng from .64 to‘,79 haye*been;

reported for' the ten subscales. . Testfretest reliability since’ have ’

’ ranged from - .68 (1ndependence) to .86. (cohes1on) (Moos ‘ 1976)

[’Compar1son made between 42 c11n1c fam111es and 42- matched nonna1

fam111es 1nd1cated the d1fference between the two was cons1stent w1th1

"lbexpectat1ons and prov1ded 1n1t1a1 support for the construct va11d1ty of.»:"

"FES (Moos, Inse1 Humphrey, ]974)

Fam11y Inventory of Resources for Management -~FIRM |

FIRM (Append1x E) was deve1oped by McCubb1n, Comeau and Hark1ns' .

in 1981 us1ng a popu]at1on exper1enc1ng chron1c 111ness, to assess the'

fam1]y S reperto1re of resources 1n three maJor areas ( ) persona]

:t: resources, (b) the fam11y system, and (c) soc1aJ‘support-- Perce1ved_ o
\ . )

: : fam11y resources are measured by four subsca1es.\1 The d 1nternaT

» re11ab111ty for eath has been reported to be 89 (Cronbach's a1pha)

The four sca]es are: ;5 o a

. Fam11y aStrengths I Esteem and Commun1cat1on._. Th1s subsca]e;f

e measures'persona1 fam11y system and soc1a1 support resources 1n s1xv',‘

: D
areas

eﬁ, ,f famlly esteem (respect from fr1ends, re1at1ves, co-workers, and,

"'among fam11y members), ‘ _
_.Z,j"’commun1cat1on (shar1ng fee11ngs, d1scuss1ng dec1saons)
v3;‘.r;mutua1 ass1stance (he1p1ng ea%h oﬁher-and‘relat1ves),
.j.lfé'; ‘joptjm1sm, L : R

5. problem solving ability, and
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V!_G;-r encouragement of autonomy among fam1]y members. 7
The score on this subscale is the sum of 15 1tems on the 1nstrument

The Internal Re]1abi]1ty has been reported as. 85 (Cronbach S anha) »
V Fam11y Strengths 11: Mastery and Health. Th1s subsca]e 1nc1ude5"'

- 1tems ~ that reflect personaT,__fam1Ty__systemrm_and-—soc1aT—»support—_——
" resources aTong three dimensions: | | | e
T;”,, sense of mastery over fam11y events and outcomes (fate control,
‘;hflex1b111ty, managerial ab111t1es) B
2. E‘fam1]y,mutua11ty_(emot1ona1 support, togetherness,'Cooperation);j
ﬁfj.f. ,phys1caT and emot1ona1 heaTth | |
The - score of th1s subsca]e 1s the sum of 20 1tems on the 1nstrument

"‘, The Interna] Re11ab111ty has been reported to be 85 (Cronbach saanha)

Extended Fam11y Social Support Th1s subscaTe conta1ns 1tems '

f, wh1ch 1nd1cate the mutuaT heTp and support g1ven to and rece1ved from ;ff
re]at1ves The score 1s the sum of four 1tems on the 1nstrument 'The.v‘
InternaT Re11ab111ty has been reported to be 62 (Cronbach S a]pha)

F1nanc1a1 'weTT Be1ng E Th1s: subsca]e_ refTects th fam11y s

_ perce1ved f1nanc1a1 eff1cacy S S h '5"' f‘Tfﬁf
BN ab111ty to meet f1nanc1a1 comm1tments,‘gg,gl-_'-;T_ua<f' 'i.rpfﬂ
2.1; Vadequacy of - f1nanc1a] reserves,’ ~31v‘:h_ ,1p e i
3,.‘.gab111ty to he1p others (reTat1ves, the needy),.and”‘fu
'fﬂ4t‘” :opt1m1sm about the fam11y s f1nanc1a1 future (adequacy 5o%_f"
o -g1nsurance, empJoyment benef1ts, ret1rement 1ncome, earn1ng power, .f
B and the fam11y s f1nanc1a1 progress) - o | '

The InternaT Re11ab111ty has been reported to be 85 (Cronbach's‘alpha)fd_m‘
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Two other var1ab1es 1nc1uded in FIRM ,but wh1ch are not 1nc1uded :] h

'ilin_ this study are sources "of f1nanc1a1 support . and , soc1a1

desirabi]ity It- 1s 1mportant ‘to understand a]ong with"familyf'

~—~“-“funct1on1ng wh1ch“resources are‘sa11ent“to fam111es in order to. prov1de :'

opt1ma] care. - FIRM prov1des a means to exam1ne these resources on

severa] 1eve]s, 1nd1v1dua] w1th1n fam11y,vand 0uts1de fam11y sources.

{
T . [N
B N PR

_General information (Demograph1c) Quest1onna1re

e

"The demograph1c quest1onna1re (Append1x F) was des1gned to gather‘*

' 1nformat1on about the respondents and the1r fam1]y s1tuat1on 1n severa],'

areas._ Personal 1nfonmat1on 1nc1uded age,csex,,mar1ta1 status, country’

' of b1rth type of occupat1on,» educat1ona1 1eve1 emp]oyment status, 3

-'F' 1ncome Teve],‘and hea]th status.' Fam11y 1nformat1on 1nc1uded_number of»i{-

ch11dren, b1rth order, ages of ‘ch11dren, number of ]1ve ch11dren,

‘

‘-. number of deceasedvch11dren, home ownershlp and s1ze, and number ofgf

&

hous1ng moves made 1n’the 1ast two years. CF 1nfonnat1on had to do e

" with the number of CF ch11dren,. deaths due to CF nwnber of years"‘-~ '

11v1ng w1th CF sever1ty of CF amount of hosp1ta]1zat1on due to CF

and cooperat1on of CF person w1th treatment the schoo] the pr1mary..{*'

care g1ver,_ and other he]p The last page of the quest10nna1re

"‘ prov1ded part1c1pants w1th an opportun1ty to vo1ce part1cu1ar concernse, ;ff

~—

or to make further comments.

Informat1on was sought about the hea]th care serv1ces and other_ .

outs1de resources fam111es used wh1ch serv1ces and resources were usedm

the most and wh1ch gave the most emot1ona1 support
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~In th1s study tests of correTat1ons were conducted between the gv\\
CFFIC and the fam11y Var1ab1es are,~Tjsted in  Appendix G. ,The

inferentma] assoc1at10na1 stat1st1ca1 test _ Pearson product-moment -

.(product-moment ) was.»chdsen for an 1ys1s.- vThisi’test4_pennTts
thvest1gatjon of the extent td whdcha var1atidn ‘in‘anne factor
‘hcorresponds”with'variations in'one or more other factors. o -

| | Tests of correTat1on ‘are appropr1ate where var1ab1es ‘are comp1ex
_zand/or do’ not Tend themseTves to the exper1menta1 method of controlTed
T_man1puTat1on.i1 A corre]at1on stat1st1ca1 test penn1ts the measurement
<'of severaT var1ab1es and their 1nterreTat1onsh1ps s1mu1taneous]y and
i;_vthe degree of such reTat1onsh1ps A product-moment r may be used as a
-f\;;prof11e measure where a researcher Tooks for the assoc1at1on between .:
spec1f1c character1st1cs pr compTexes‘of character1st1cs._ The degree ‘
- of reTat1onsh1p ¢an vary from -] 0 to +T 0 The magn1tude of the
,Tl_reTat1onsh1p 1nd1cated \by the absoTute vaTue of the correTat1on

‘coeff1c4ent.~ The (+,: ) s1gn “of a coeff1cent onTy 1nd1cates the .

i

'r“]d1rect1on of the reTat1onsh1p and a; coeff1c1ent of 0. 0 1nd1cates no.

'f.;LcorreTat1on between two var1abTes (Ker11nger, ‘1973) In th1s study
o anha was set at 05 a TeveT commonTy used 1n the soc1aT sc1ences.
CorreTat1onaT stat1st1cs do have T1m1tat1ons. They onTy 1dent1fy
the reTat10nsh1ps wh1ch .ex1st and do 'not necessarlly 1dentﬂfy
cause-and-effect reTat1onsh1ps (Isaac & M1chae1 1979;.H1nk1e,netia1;,'



CHAPTeR v

e f‘FINDINGS a

The: descr1pt1on of “the CF’fam111es ‘and the1r Fam11y‘Funct1on1ng'
Index. scores are presented first, fo]]owed by the f1nd1ngs of the

B Fam1]y Env1ronmenta1 Sca]e; the Fam11y InventoryT of Resources for

' Management and the contact of the families w1th the hea]th care

'.’system The correTat1on scores between the Fam1]y Funct1on1ng Index

gscores and 1nd1v1duals,,w1th1n and outs1de fam1]y var1ab1es are thenf."

CON

_presented

| i_‘Description of'the Famﬁlies g

hdﬁg_ women s ages ranged from 23 to 63 years, w1th almean of 37 .
: years, and the men from 26 to 68 years the mean be1ng 42 years

- Mar1ta1 Status of . the 33 fam111es part1c1pat1ng in the study,_ﬁ'

'_ both husbands and w1ves 1n 26 fam111es comp]eted the 1nterv1ews, “in 3_'.
o ,fam111es,- onTy w1ves comp]eted the 1nterv1ews | The four rema1n1ngj"

*‘fam111es were headed by women who were separated or d1vorced and they"

S.owere.. not 1ncTuded in the study as onTy fam111es w1th both parents .

:present were 1nc1uded There were 29 fam111es w1th 1ntact marr1ages tV.t}'

.'The Tength of marr1age ranged from one to 39 years w1th a mean of ]Gb;yﬂ
v»gYearS '-':‘".'_j '_qff~ff&' _ S ., o
T _ Ch11dren.- Th% fam111es had an average of 2 ch11dren w1th a rangeht

of one" to three The mean: age of the ch11dren was 26 years w1th a.tf
.range of a few months to 31 years There were 32 CF ch11dren (see o

..Table ])., Their ages ranged from a. few months to 285yea?s w1th the:f
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- 0- 5 yéafs‘ : _'m'_ 2

T Table T

~ Mumber of Live CF Children, Their Ages and Birth Order

‘_Age éange','. o ) ~ Birth Order and Gender v
' AT (n=11) 42 (n=13) © #3  (n=8) -
Male- Female Male  Female .Male Female - Total

3. 1w 0 8
'6'-f]2‘yéé;s B 5_' ' 'jt" | "“2“ "ié-?xl
.13 -,18‘yeafs   .- ' ‘.3 1 ig'v

| : o ,:4
3\

Over 18 yearsﬁ. SR R |
i | 3 3

N
o () -9 ~n
—
oo N o
—

C Total o 11
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mean age of .13 years. Twenty-one children were male and 11 were
-femaTe These fam111es had had e1ght deaths attrlbuted to CF. The

ages of the ch1]dren who had died of CF ranged from birth to 16 years,

-

-—w-——w1th~a~mean—age of~e1ght—years~——0n1y one—of‘the“e1ght“th1Tdren who

-

died was a male.

'PTace of Birth E1ghty-four percent of the sampTe were Canad1an

born, and the others were born in the Br1t1sh IsTes, Europe,‘As1a and
Afr1ca,' | | |
| Education More than one half of the women (66%) had some post-
secondary educat1on,\31 percent had compTeted h1gh schoo] and 3 percent
had less than 8 years in schooT The men had, on the average, sT1ght1y
f.Tess educat1on"than the women Forty-s1x percent had some post—
o secondary educat1on and 54 percent had compTeted h1gh schoo] (see-
Table 2). . - |
EmEToxment Ftttyfnine‘percenthof the women\were homemakers with
28 percent in cTericaT .or' teaching 'occupations : The ‘remaining 17'
'percent were - in caretak1ng,. farm1ng, management or paramed1ca1 jobs
(see Tab]e 3) : Of the women emp]oyed 62 percent had fu]] t1me JObS,.
" and 38 percent had part t1me JObS (see Tab]e 4). - .
F1fty e1ght percent of the ‘men were 1n occupat1ons 1nvo]v1ng'
1product1on fabr1cat1on mach1nery, transportat1on and fann1ng Thet
A(rema1n1ng 35 percent were emp]oyed in other areas such as’ management
.law, teach1ng and sa]es (see Tab]e 3)'w The men were a]T emp]oyed,’
o full t1me except for one who had ret1red.. One d1d not respond to the‘”
o 1tem on" the quest1onna1re (see TabTe 4) v... o o ~?3.'”

Income The totaT annual fam11y income ranged from 35 000. 00 to

) $3] OOO 00 and over, with a mode of 531 000. 00 and over (see TabTe 5)
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Table 2

Educational Level
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I 9-12 . some _
‘years’ . years university . ‘Degree
‘ "Nomén‘ o e v : :

- n=29 3% 31% 41% 25%

Men o . ) . |
. n=26 15% 39% 15% 3%

) . ) .

" Table 3
 Type of'Occupation of:Mén and'women

i
"+ Occupation @ . Women Men
. : . - (n=29) (ni=26)

" Homemaker v’59%,‘ -

Law ' a 8%

. Manager . - 3% . .. 15% s
Teacher 2 11% 8%
Med-health - - 3% -

.Clerical. 18% =
Sales , ) - V4%

- Farm - 3% 15%
Machines - - 8%

.. Production - - o 23%
X wTransportation - - - 1%
vi5Y Careyaker © 3% . .

o

o
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Table 4

Fmployment~5tatuéﬁoﬁ—Men~and—WOmen' -

Employment . o ST P -
- Status 0 "~ Women ' " Men .
,. . L = . ) ) : \( .

Full-time cesk o 9w
SPart-Time - -
© Mot Employed - . ossy g

T Tables

' Total Annual Incomes of 26 Coub]es;(RespOndents) L
: and -of Men ‘and of Women Separately

Men

”.;_Annha1'Income'Rangesl" S Cogpiesﬂ N - ‘Women on -
R N A - ~(n=26) -

’ . (n=29)

- Under $5,000. - - R -1 SR - S
6,000 - 10,000 . oo A% LT L=
11,000 - 15,000 - - - a0 YAy =
16,000 - 20,000~ - - . Tt4g = B
21,000 - 25,000 - - e A% 3% . 8%
- 26,000 - 30,000 . - - o 12% R L 23% 0
- Over 31,000 L e 0% - 38%
“No Response - s s 18% e e TR 5%
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'HeaTth - A11 29 women reported being in good phys1ca1 and mentaT'
’heaTth‘v Twenty-one reported that they were in’ exce]]ent‘_phys1ca1
' ‘health 8 in good phys1ca1 heaTth 17 1n exceTTent_mentaT"heaTthfand 12

"'1n good mental health. | o |

| -0f the 26 men, n1ne reported be1ng in exceTTent phys1caT health

~and 17 ‘men 1nd1cated that they were in good phys1ca1 heaTth Seventeeni‘

| reported be1ng in exceTTent mentaT hearth 6 in good mentaT heaTth and
.2.9n poor mental health (see TabTe 6) | | :

Pr1many Care G1ver The pr1mary care nger was the person who :

'was respons1b1e for g1v1ng the actuaT CF treatment requ1red in da11y, -
:’;care of - the 1nd1v1dua1 w1th Cyst1c F1bros1s The maJor1ty of the '
:.} samp]e perce1ved the mother as the pr1mary care g1ver Twenty-seven
' percent of the men - saw themseTves as shar1ng the careg1v1ng whereas,'
‘onTy T7 percent of the women perce1ved that the careg1v1ng was shared o
_?(see TabTe 7) OnTy a smaTT number of the women 1nd1cated that they
_Vhad other heTp w1th careg1v1ng This heTp was.prOV1ded by the-fathers |
b.and other ch1Tdren in the fam1Ty._ . ’ g | o

Effect of CF on Fam1Ty Members The maJor1ty of . men and “women

'reported that the effect of a. CF member -upon the marr1age relat1onsh1p’
. was’ pos1t1ve'(see TabTe 8) - The effect of . the presence of a° CF member

 f1n the- househon on the T1ves of the1r other children was reported as

- pos1t1ve by s1xty-four percent of the respondents (see TabTe 9)

Mob111ty 0ver the Tast two years, 65. percent of the sampTe had .

o :
’ T1ved 1n the same house TS percent had moved once or tw1ce, and 21;

.h:,percent had moved 3 or 4 t1mes.~» :

D1stance from Serv1ces. Seventy-f1ve percent of the sampTe T1ved‘~

'y



Tab]e 6

"y . ’ ! -
ol

nhgs by Men (n= 26 aﬁd Womeh . (n= 29) of Thelr

" & Father)

(Mother | ° - 3
_(Main) - (Ma1n)

3§§; fresent Mental and Physical Health Status
. ?‘*., *‘f, g , P4 ' \
Health Status ~ - Women At Men ;
a CE n=29 _ n=26
!.’,- . -‘ :"_?‘ . .
. .' RE AR
- Mental Health ‘ : ' : .
Excellent N 59% i 69%
Good ‘ 41% . . 23%
.Poor , N e 8%
Physical Health’ e o
Excellent ik Jv:i%Zx_ i, 35%
Good : Q% R %&ﬂ 65%
“.Poor . v oo L e -
' 1':@:. } B v, " .
an g : \ oo
.Q; v ‘Tngé 7 REE . v
:-" " i : . ) : J ' "',:' . -‘;;
St “Primary Care Givers . L
. ; Shared .ﬁ-" Mother - Fatﬁer ‘ )

CF does\-
.. OWn"

Nimen_-.- Co.
n= 29 :

a3

2% e -

3%
: o e S"‘:"' ’
4% . “:f

+
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-
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’ ,
Table 8
Men's and Women's Perceptwn of the Effect of a CF :
Member Upon the’ Re]atmnshu}; with Partner : v
CCEffect - . 0 T o T yomen T Men
o h=29 L n=26
Highly positive - o o asy - 54%
Somewhat positive - 38% - 34%.
Somewhat negative N ) 7%& , 8%
H1gh1y negatwe - R T S o T v -
_ T o R T '
No response L et 7% i e c .. 3%
& o , | |
B “Table9 . .. .
"Rat'i'ngs of Both Men and Women of the Effect of
the Presence of a CF Member in the Household
. L h on the Li ves of The1r Other Children g
ol \\‘ : . B : ' .'.V: !
Effect = '\:>“ o . Respondents.. [
- oa“ . . :'- "
k “H1gh1y pos1t1ve o _ o
"Somewhat pos1t1ve' Lo - k):
> - * - ) ﬁ’,
.Somewhat negatwe TR
ngh]y negative I S
Nof apphcab]e - RS : ¥




within 50 mi1es'of'the CF C]inic‘in ‘Edmonton. F1fteen percent 11ved
from 50 to 200 m11es away from Edmonton, and 12 percent were more than"

200 miles away £ rom Edmonton

»Home‘Ownersh1p. Ninety-eight percentfof,thefsamp]e owned their '

ST
_—_;own_homes._

Fami]y Environment Scale (FES)

]

-+ The results: of the FES are represented 1n F1gure 5. Raw scores
‘were converted to sfandard‘,score equ1va1ents ~ Authors of' the,‘ :
. instrument - (Moos, Inse] & Humphrey, 1974) used the standard score of 50 |
for ease 1n graph1ng and this: score on the prof11e 1s.referred to as
the med1an 1n thﬁs report. . | ' N

Re]at1onsh1p D1mens1on In the re]at1onsh1p d1mens1on, women s

’.lscores were slwghtly h1gher than those of the men women scored we11,

: above the med1an on thevcohes1on subsca]e, s]1ght]y above the median on w

the express1veness subsca]e and substant1a11y be]ow the med1an on the .
conf]1ct dubscale. | | o "
‘ Men,_ who - scored §11ght1y above the med1an on the cohes1on:"’
. subsca]e,_ scored s]1ght1y be]ow the med1an on(:the express1veness
subsca]e and we]] be]ow the med1an on the“conf11ct subsca]e | |

Persona] Growth D1mens1ons.r WOmén were be]ow the median on the'“

three subsca]es of : 1ndependence, ach1evementaor1entat1on, 1nte11ectua1-

cu]tural or1entat1on and cons1derab1y be]ow the med1an on the act1ve,:

. i o
CaT :

'trfpreat1on or1ent%§1on subscale They' were, however, ,somewhat above
the med1an oﬂ the.ﬁbra] re]1g1ous emphas1s subscale. : '

f,aV g Men were we]] below- the’ med1an on the 1ndependence subscale but
o ) r{ . .



Standard scores
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scored abovexuthe median qnﬂ the ‘achievementlorientation subscale. -
,ScOres for men'on the 1nte1]ectual/cu}tura+.or1entat1on subsca]e were
s]1ght1y below the median and then co1nc1ded with the women s scores on

the act1ve-recreat1on or1entat1on and moral—re]1g1ous subscales. -

-

§ysten1 Ma1ntenance D1mens1ons. Both men s and women' s scores

"were above the med1an on the organ1zat1on subsca1e and the control
. subscale. .,17f: | “"’t.i,f'gi .

' Fam11y Inventory of Resources for Management (EIRM

The ranges of scores and the means of the four resource, subsca]es-

5for men and women are shown in F1gure 6, w1th the standard1zed means'

grjffor the 1nstrument Scores to the 1eft of the. standard dev1at1on ]1ne

’_‘1nd1cate a 1ack or dep]et1on of resources in that area. Scores to the

g ;:r1ght of the 11ne 1nd1cate a better-than average supp]y of resources.k‘

:-upon wh1ch a fam11y may draw..' Scores w1th1n the demarcated 11ne
.1nd1cate .a] moderate_ resource 1eve1 in’ ‘that,‘area. . Mean scores are,
indicatedfon all the'1dnes'byfa smaJ]iverticallsIash, | |

8 inthe;esteem_and:communicatton subscale, there was a broader .
"adrange7 of :scores }fore men:v 'They‘.rangeds*from} betterﬁlthan»faveraget
resources to a 1ack or dep]et1on of resources, wh11e the women S scores»
ranged from average to above average.ﬂ The mean}for the- men and women:
. was s]1ght1y h1gher than the standard mean for the 1nstrument .
| On the mastery and hea]th subsca1e, there was a broad range of.
’scores for women wh1ch was s11ght1y Tess so for men. The.mean for'menm_‘
fand for women was s11ght1y above the standard mean.rfhv'

L e .
. ‘~u‘- oo B .

0n the extended fam1]y.soc1a] support subsca1e, the means for mene
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-.and women. were s11ght1y be]ow the standard mean for the 1nstrument’

,The range of scores found for women was s]1ght1y broader than for ‘men’

-1'a]though the top score was the same as that found for men.

On the f1nanc1a1 we]l be1ng sca]e,,the * means__ for men_and women__f_m

-‘were we]] above the standard mean for the 1nstrument A w1der range of
-"scores ‘was found for women, the maJor1ty of whom were not employed

: outs1de the home and whose 1ncome d1d not 1nc1ude that of the1r spouses i

>

‘}Contact.with the Hea1th,Care System

The pattern of contact w1th the hea]th care system 1n some'g

' 141nstances had been d1fferent for men and women, both of whom had,'

;contacted the hea]th care personne] 1n the past year (see Tab]e 10)

;WGnen had more. contact w1th the hea]th care de11very system than menfh;ﬂ‘

.support f1nd1ngs wh1ch are s1m1]ar to those of M1kke]son, 4

. (1978). A R _‘: - %

2
»

fand contacted the CF C11n1c doctdr, the fam11y doctor, and the nurse',’

3

- most- often Th1s 1s understandab]e as the women prov1ded much of the

treatment 1n the home based care program of the CF member W1th the"

*'add1t1on of$the m1n1ster, these contacts a]so gave the women the1r main

Men 1nd1cated that they had contact w1th the same personne] as

the women, the most contact be1ng w1th the CF C11n1c doctor, the fam11yF‘ o
doctor, and the pharmac1st Men s pattern of use of heaJth care
. personnel was d1fferent than that of women,_1n keep1ng w1th the1r ro]ehﬁu'
n_as fam11y supporter and - ass1stant with CF careg1v1ng | ' o

- WOmen s greater 1nvolvement w1th d1rect care to the1r CF member'.fi-

brought them An more frequent contact w1th certaln serv1ces of the

<n
E=
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o Ta_b]e 10

Contact and Support of Hea]th Care De11very Personne] -
' by Men and WOmen Dur1ng the Prev1ous 12 Months .

" Percentage of Respondents' ~  Person Most

~ " Contact with Hea]th Care . - 'Frequently . Persbh‘GTvingl-“
Personne] R - . Contacted . - Main Support.

: > 'iwbmen (n¥26)1: «

"}CF C11n1c doctor (100%) ~.CF Clinic doctor - CF C11n1c doctor
Family doctor ( 77%) Family doctor - "Nurse _
Dietician ' ‘2.69%;- Nurse. .. ° - Family doctor- -

.,Pharmac1st 65%) . . T PO R
- Nurse - - (- 62%) ' '
- School Teacher g (.50%) .
Physiotherapist E 38%3 L :
‘Inhalation Therap1stfk 27%) . :
Minister , (. 27%)
SScial Worker (19%)
- Psychologist (12%).
- Family Counsellor (. 4%)
~Genetic Counsellor = ( 0%) -
Men (n=19)
‘ : R 3 S . ol
CF C11n1c doctor - ( 89%) ..~ CF Clinic doctor - ’CF C11n1c doctor
Family doctor - (68%) - Family doctor . - ‘Nurse
Pharmacist - 7 68%) Pharmacist . =~ ° = Minister
School Teacher . ' ( 53%) : ' L
Dietician U (-47%)
_Phys1otherap1st (. 32%) G
~Nurse .. oo (32%) 0 - S
Minister = = (. 32%) = i
- Social Norker - (.16%)
Psychologist ( 11%) ;

o Inhalation Therap1st ( 1%)

;.- Family Counsellor" ( 0%) > .

o Genet1c Counse]]or ( 0%) T - .

Fe : o



health care delivery system, in_particular, the CF clinic staff and the

famiiyf"doctor‘ who  coordinated -the_ CF ‘member's Jcare and referral to

ot her serv1ces ‘As’ reportedv in preVious studies of CF fam1]1es

64

(Rosenste1n, 1970 McCo]]um, 1975 McKeever, ]981), men in: th1s study.

L had 1ess contact than women w1th the hea]th care de11very system.

- HOWever they prov1ded 1nd1rect care to the1r CF member and to the1r

ge1ther that spouses hand]ed all the contact1ng or that. the1r CF member*

- fund- ra1s1ng proaects and shar1ng careg1v1ng respons1b111t1es

‘spouse by p1ck1ng up prescr1pt1ons, "seeing teachers, work1ng on-

: Men. who had no contact w1th the health care systems 1nd1cated"'

~i‘was o]d enough to make all the necessary contacts themse]ves Nomen

g

7'who had no - contact w1th the hea]th care system 1nd1cated that the CF

'the serv1ces were unava11ab1e and d1d no%fadd any further serv1ces thatF

‘,serv1ce had not been . tapped dur1ng the 1ast twe]ve months It 1s not a .f

' -Lsought on]y once by concernednaparents, s1b11ngs, and concernedﬂg:'

_samp]e had not sought such serv1ce in the; part1cu1ar _tnelve.»month_

-perlod exam1ned

L E

member d1d their own care Responded%% d1d not 1nd1cate that any on

N may . not have been 11sted

No contact had been made by anyone in the samp]e w1th a genet1c

.counsellor Th1s does not mean that such counse111ng had not occurred

perhaps through other d1sc1pl1nes, but that the genet1c counse111ng

"»:serv1ce wh1ch must be used frequently by CF members and may have been

re]at1ves of CF 1nd1v1duals Hence,‘1t 1s not surpr1s1ng that th1s ‘

g

Comp]ementary -to the phys1ca] component of well- be1ng are the';

emot1ona1 and sp1r1tua1 ééaponents These 1atter aspects of - we]] be1ng~"'



o

ftherefore 1nc1uded in th1s sect1on

@

' tend &9 be addressed by the" m1n1ster1a1 and schoo] systems wh1ch are

&

© School- - AT ' .

N congen1a1 even though parents eXPressed concerns about the CF ch11d s_”i-‘

waty percent or more of the men and women contacted the schoo]

teacher as a resource and 93 percent of the respondents who had

ch1]dren ‘in‘,school 1nd1cated that the schools. were cooperat1ve_

regard1ng management of the ch11d s CF- care (see Table 11)

~The - contact rbetween the schoo1 and parents appeared to bet a

‘;adJustment to start1ng schoo] (see Append1x H) The ch11d's progress

in: schoo1 may depend upon the number of absences due to 111ness or

keep1ng of med1ca1 appo1ntments, the success of accomodat1ng the

treatment reg1me wh1ch may have to be extended 1nto the schoo] sett1ng,

‘&

This has been stressed by Isaacs & McE]roy (1980) o ) 5 .

. -

Ministeria] ServiCes

For both men and women,‘the m1n1ster was 'seen as one of the ma1n"”

o

+

vt L.

"7'on1y must the schoo] understand the CF member as an 1nd1v1dua1, 1t must .

asources of support There was, however,' 1nd1cat1on of whet her v

- and the react1on of - teachers and pther- ch11dren to the d1sease P Nét,ilb;

also know and ‘understand: the fam11y un1t from wh1ch the member comes '

contact w1th the m1nlster was an ongo1ng part of fam1]y 11fe, or 1f 1tt ‘

was made on]y dur1ng t1mes of stress or-crisis by an 1nd1v1dua] or a

stages'of the dlsease or fam11y ]1fe cycle .

prerey

rgroup of fam11y members, or if the frequency of contact was. at certa1n ;'j



Table 11

Rating by Men and Women with School Age Children
. of School's Cooperation Regarding Childrens" CF

£

"

. _.Respondents
Y o . .

.+ Women Men

- . n=14 - n=12

. ‘ . . o N I
LT \ I g '.‘g?‘, T .
) ‘ JOE L

School - ';'jv Cbopenétive AR S s1g 67
- Cooperation = -~ Somewhat Cooperative .. .~ . 36 ., 25 .
- SOmewh}fﬂUncodperatTve‘ - ] - 'f:"' '8 -
. Uncooperative - o . - S




Hospitalization

» - During the prev1ous twe]ve months, the total number of days of
_;_s*s_hosp1ta11zat1on andnthe range—of days hosp1ta]—~ed was greatest for- themff—
‘second born group of -children. 1In th1s group, 1n wh1ch lna1es and ]
fema]es are. c]ose 1n numbers, the reported range of sever1ty of the L
~’dIsease'_(on a sca]e that ranged from sI1ght to severe) was m11d to

-seVere, perhaps resu1t1ng in the 1ncreased days of hosp1ta11zat1on (see

ﬁwjﬁab]e 12

e Family Functioning Index

The Fam11y Functwon1ng Index (FFI) scores ranged from 12 to 39

The average score for the tota] group was 30 the mode ‘was 36 (see-'“

4 ;~ wou]d fal] between the scores of 32 and 39

For women the scores ranged from 12 to 39 w1th a mean of 30 and
a mode of 36 Seventy-two percent of the women had: scores of 30 or L
.greater;. Men s scores ranged from 13 to 39 w1th a meam of 30 Thef’

scores were b1mode1 30 and 31 (see Fkgure 8)

Correlation Scores

The corr!Tat1ons between the FFI and the boundary, feedback, andi_

- 1nd1v1dua1 resource var1ab1es are presented 1n Tab]e 13
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~ Table 12.

-~

v

N . : e i o . X . . V.l,__ R ) N S .
Birth Order, Severity of Condition and Hospjtaiization (in -
. Previous 12:Months) of CF Males and CF Fegales .

. "SeX,TSeVerity &‘;.
_ HogpitaTithion o

~ Birth Order

2

Mé]es

'fFéma]éﬁ o

| f:_TOfaT_day$ off i? G
“hospita1ization‘fv’ i

"~_..Severity of Condition

"’_VRénge: lDays'QFYf'f‘
. Hospitalization

AQeragé:. Dé_ys.of:l
_hoSpita]iZatiOnv.

‘,sl.ihod.f ‘
:[seVere-OJ’[s]ight 0]

T R IR

‘~'4 days_‘_l-25fdays

.7
o 6

mf}d?Sev.

N

\ e

T 036, - 0-105

T S

[s1ight 0] -

0-60 . N/A

“mild-sev. N/A

212 N/A

27 days N/A

B3 o oo
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Boundar1es w1th1n the Famey

."»'
¢

There was a high', pos1t1ve corre]atlon for men and 'a moderate]y

'.,posit1ve cor*e]atlon for ‘women, both s1gn1f1cant at the .01 1e¢e1

Y

'between cohes1on and the FFI, The corre]at1oh betweenaconf]1ct and the

‘FFI was moderate]y negatlve for both men-' and women (p”= 01)? There

-r ?

. was_a 1nw_p051t4ve“corr21at1on betweenwthe effect»of a.CF—memb&% -on-— the—————j—

fmar1ta1 re]at1onsh1p and the FFI for womeng.only (p = ;01) “(see

- Table 13).

-
ks

;Boﬁﬁﬂanles 0utS1de the Fam11y :., 'fi«,nff:i-?'"

Th on]y outs1de of the fam11y var1ab1e wh1ch corre]ated w1th the
.

MFFI was that of extended fam11y support. A ]ow pos1t1ve corre]dt1on at :

' d1d not s1gn1f1cant1y COrEkqate w1fh 1eve1 of §Bm11y funct1on1ng

3

2

R

¥

the .01 1eve1 was found for the men on]y.. oi?l, 7'7 : "'glm "{

Other resources outs1de ofi am11y suCh as var1ous members of

Y

i_hea]th care deTﬁvery system, the schbo] the church, and recreat1on

o ‘éfuze L "=
. / .. \'.~" . P . -_‘:.‘._"r-v' ’ . < Iy
Ind1v1dua1 T j" SR SR
o 4)“ " - T . . .
For women on]y,» there was a 1ow pos1t1ve corre]at1on be;ween

phys1Ca1 hea]th and the FFP and act1ve recreat1on or1entat1on~and the f

FFI at the O} 1eve1, as we11 as bétween menta] hea]th and the FFI at

thi .05 }evel. A 1ow poS1t1ve corre]at1on occurred between educagwon
.- » .‘;éf s 3
and the FFI for men and women at the ,d05 ’1eve1 Whl]e @ modera;e

L A S

'pos1t1veocorre1at1on ocouq;ed between f1nanc1a] we]] be1ng and the FFI

for both at the .01 Teve]. A negat1ve corre]at1on, whlqhawas 1ow for

'women and modé?ate for men,.occurred between ach1evewent or1entat;on_

. .
r‘ e K Ay

g A

PO

&

v

B

i
3

A

s
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: " and the FFI at"the. .0Wslevel for both,

B . LE

a Feedback ‘
7‘——-.——— 4

There was a moderate pos1t1ve corre]at1on between organ1zat1on

and the FFI for both men and women “at the .01 Tevel. A pos1t1ve

ﬂa-———correlat1on wh1ch was— h1gh‘*for women“and moderate for “men occurred

between mastery and hea]th and the FFI at the 01 1eve1. There was a

‘ v

]ow pos1t1ve corre]at1on for women between esteem and commun1cat1on and

ﬂ

the FFI at the 05f1eve1-wh11e for-men there was a h1gh‘bositive

corre]at1on at’ the .01 1eve1 There was a 1ow negat1ve c0rre1at1¥n for

B

men. and women betWeen t‘
vnt

,‘ FFI.‘ However, g1ven the

%Fumber of CF ¢hildren 1n the fam11y and the
1ze of the samp]e, these corre]at1ons cou1d

be 1mportant desp1tenthe fact that they were low and Ain th1s sma]l

* grou.p 5 . L o Y o ct = P10 N Q . "‘\“ . .
. NI SRR . T ST S S A
) ' :L ' N . ) i : ‘o . - ) < ' ‘ y .' ,.. h- . i:“fr-,’-"‘_ . .CI + ’
e j'@}‘ff’ f-\ : - Summarx : vgﬁ ; 1%@“_

-

ﬁgf- resources, they% a}so 1nd1cated that,’ .
: o g i g
resources of women were more 11ke1y to be assoc1a&ed thh fam11y -%

. 3L . " R 3 -
funct1on1ng than those of the men (see F1gure 9) R 4;,, SR

R Wi
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CHAP TER V1

DISCUSSION, CONCLUSTONS @ﬁo IMPLICATIONS

The f1rst three research quest1ons (see page 3).were descrﬁptiyef

';questwons~and were addressed in— the‘prev1ous “chapter: :iﬁe_focus here "
v [N "' D "" s O
3 1s Qn the d1scuss1on and the 1mp1rcat10ns of ‘the correlation findirgs.
'ﬁ"*‘/ ) ’ . - ,' . , ‘¢> .

' Discuss10n1‘¢~_,

In the fo110w1ng d1scuss1on, var1ab1es wh1ch were corre]ated w1th'

"the FFI w111 be d1scussed under the systems concepts of boundar1eg
st '
(1nsﬁdefw

bt

‘ .Certa1n var1ab1es whlch were not corre]ated with: the FFI w111 a]so bei "

drawn 1nto the d1scuss1on of - character1st1cs of Cf fam111es in th1s 5~ ’

| studyf

and- outs1de the fam11y) feedback and énd1v1dua1 resources .

;';w1th1n Famw]y Boundar1es ;?_f;'i-g- ‘:.',»s -f ".t'

_ The thrée var1ab1es wh1ch corre]ate w1th the FFI were cohes1on
. - - ""'43.
o conf11ct and the effect,of a CF member on the mar1ta] re]at1onsh1p 1: ~'d"

Eﬂt Cohes1on Fam11y researchers and theor1sts prev1ous1yldc1ted
7.»suggest that amongst the Features of opt1ma1]y ‘Funct/on1ng"fam111es
"f.1nc1ude the ab111ty to get a]ong w1th and support each other, the R

=fee41ng of togetherness and mutua11ty, and the existence of c]ear*ﬂ.
o . wvb.". B
generat1ona1 bandar1esa» In th1s study, Ie ‘was a correﬁatron

[

‘ between cohes1on and the FFI for both men and women, support1ng the

Iy

ST ey
IEIEEE N |- SR St
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~»(~1982) of emot1ona1 bond1ng of famﬂy members in opt1maHy functwmng

fam1hes. Family c]oseness received h1gher than a\ferage emphas1s

v

ref'lected by the respondents pos1t1ve reSponsé% to 1tems SUCh as
"Family members reaHy he]p and support one another", “There is a

~—~~—fee1mg—of togetherness—m our famﬂy"—' "we reaHy get~along we]] w1th~—-—-—--
each other" Fam1 Ty c]oseness was 1mport‘ant for the men and women in o

sﬁ-tms study

I

Cohesweness may be shght]y d1fferent for the women in the study

. to have a re]at1 ve]y enmeshed re‘lat1onsh1p w1th the CF member It may

be. that .the fathers are 1ess enmeshed w1th the CF member because they
g1ve 1ess di rect care. Nonethe]esg .the. fathers in- th1s study saw
themse]ves as mterested and mvo]ved TJns f1nq1ng supports that of

"McKeev'er (1981) who found that fathers were n‘wo]vgad w1th the1r CF

F : R _.:As v;.\'. P '.';
famﬂy member I :_’ L f., R 'f \ -

Further,ev1dence of cohesweness was ev1dent in the pos1t1ve

&

effect of. a CF member on the re]at1onsh1p w1th one S partner and 1n the

1mportance placed on commumcatmn as’ a resource. - The corre'latmn
: ¥

t'e fmdn:gﬁs on the "'v","':'

S

between coheswgness and the~ FFI a]so support"
:% 1mportance of famq]y umaty (F1sher, et a]., 198? \tdnc'e ’*et a]., 198&
B Confhct. Members of opt1ma11y nctiomng famhes are reported
1n the hterature as bemg se}gsnwe to«-f&eﬁh\g states,” a]]owmg
; confhct to ar1se and theﬁ wyeso]vmg 1t’through n@gotnatmn (Bea-vers,
,‘:;; 1977) C»bnfT:ic%_.was negatweJy corre]ated vﬁth@ze FFI f?Jr both men‘

and ,womén,a‘rn th1s study Coan:dt may represent lai’:k of concern or

Y .:.-.h.‘ ‘, 2
i .

—. .

z.‘é



77,

T

d1stance and may add. stress and tens1on to a s1tuat1on in' which .

resources of CF fam11y members .may a]ready be taxed. Respondents dn,
. u&*\] .

- th1s study, however, were. c]ose and caring, and p]aced Tower than

average emphas1s on conf11ct by respond1ng pos1t1ve1y to items such as

-~“~‘“Fam11y‘*members—“rare]y“”become Openly angry", "Tf there s a
o d1sagreement in our fam11y,~we try to smooth th1ngs over and keep the
\ o

peace", and "In our fam11y, ‘We be11eve that you don t get anywhere by,

'A'ra1s1ng your vo1ce". In these CF fam111es, opt1ma] fam11y funct1on1ng’

b E .

is .more 11ke1y to be enhanced when there s a- m1n1mum of open
) .express1on of anger and some reso]ut1on of conf11ct o '.‘ ' p‘q

Mar1ta1 Re]at1onsh1p A strong mar1ta1 re]at1onsh1p has beeﬁ‘::

w d

S c1ted as a character1st1c of opt1ma11y fbnctlon1ng fam111es. However,f

’o. . . 'L,]“ : : N .‘

'*1n some CF 11terature, mar1ta1 stress was c1ted asﬁakresult of‘hav1 192
4 do ?‘ "‘S o : S '.

CF member 1n the fam11y A1though both men and wo‘*

&

"-themse1ves*gs fu]f1111ng 1mportant tasks in the1r trad1t1o

A

mother. , In part1cb1ar, as-’ the CF careg1ver 1n the ‘home, ]'
rece1ve pos1t1ve re1nforcement from outs1de contacts, such asffﬂ

care system, for the JOb they are do1ng w1th the1r ch11d
JLVfre1nforcement may’ reduce the woman s need for add1t1onal relnforcement-'
,';,v».‘f"““ EAb » "
ufrgm her ﬁusbind,_thus serv1ng to enhance the marqta] relat1onsh1p and'

opt1ma1 fam11y funct1on1gg o :.--', : ,.d : r; , 5 S - o
?5” f . As womenl;focas more"of the1r energy@-on tradrt1ona1 parent1ng ‘ .lg
3 - "‘w-{ X .. o -

BRI

e 3 5
,ﬂ'*ro]es, men in %rad1t1ona1 rg]es may be confighted w1th the enmeshmentc
. < ) ',, . .-" a .4.' L :‘% e : B :“ - N ] s . -: . vl s
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" of thetr wives and CF child, in much the same way men in ndﬁgét
- families might ,Little may change for men outs1de the home, where they .'

b may rece1ve much of the1r re1nforcement, and it may be understandab]e

wthat for‘men there was_no_corre]atlon betweer the FFI andethe effect-of

a CF member on.-the marftatAre1ationship. It cou]d be, as suggested by- f
;_James &'McIntrye (1983) that mother/ch11d dyads with somewhat d1stant¢
fathers may be w1th1n the. scope of- opt1ma1]y funct1on1ng fam111es

That - there may be,.a ~increased d1vorce rate’ or marital

'1nstab111ty in CF fam1]1es is. ne1ther supported nor d1§s@§1ed by these
data as a11 the respondents were* ‘married. - The fam111es of th1s study-
" did not appear to have d1scordance or lowa mar1ta1 1ntegrat1on -as'

suggested by Pratt s study (1976) _ The h1gh 1eve1s .of commun1cat1on'~

'_and esteem found in th1s study may,vf1n fact be assoc1ated w1th'

|

; Amarr1age 1ntegrat1on,vstab111ty, and sat1sfact1on, tend1ng to supportv
: : I,

the f1nd1ngs of M1km51son, et al. (1978) aand Beg]e1ter (19]6) that ’lﬂ“ :

par&&;rs |nam be brought cioser together w1th the presence of a CF

;tfam1]y member’ The mar1ta1 dyad in Cﬁgﬁ%m111es may tend to be stable “

‘{because spouses know the1r ro]es, -are open 10" new 1nformat10n, _are:
-5:vwe11-organlzed and c]ose]y kn1t v .\‘,s '“_ | ‘ w_" A" ,

S1b1ings. Where there were, other ch11dren in’ the fam11y bes1des

,the CF member, %gi'ma30r1ty of men and women perce1ved|the effect of";

the presence of the CF member on. the 11yes of:. thexr other ch11dren to -

be genera]]y pos1t1ve There,yas no corre]at1on hOWEVer,between th1s“__;;.'

p@s1tive.percept1on and the Fam]]y Funct1on1ng §%deg Th1s pos1t1ve :

.-

. gsi, By e

,anErcept1on ]ends support to the pos1t1ve percept1ons of s1b11ngs found

- by Tay]or (]980); where s1b11ngs part1c1pated Fn careg1v1ng mHad theﬂf”__:

‘fﬂ!
oA L T 23
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" s1b11ngs been asked, the 1nfonnat1on may have been d1fferent than that_

‘__obta1ned from‘the parents.

Outside»Fami1y Boundaries

~'s_remove

L

0pt1ma1 funct1on1ng requ1res that fam111es have boundar1es wh1ch
‘are re]at1ve1y -open, enab11ng the families to 11nk w1th outs1de

networks. In th1s study, fam11y funct1on1ng was corre]ated w1th

extended fam11y soc1a1 support for meni

Extended Fam11y : F1nd1ngs from the 11terature, prev1ously--

q

‘reviewed 1nd1cate that opt1ma11y funct1on1ng fam1]1e9 have kinship

SUpport _and 'are 11nked to a .network outs1de the1r boundar1es.
o L e
”Researchers study1ng CF fam111es have not f0und that the extended.

fam11y p]ays any support1ve- ro]e.‘-_In th1s study,, there‘ was. no'

corre]at1on between extended fam11y support and the FFI for women,p,

a1though there was s1gn1f1cant corre]at1on between the two for men. It
| may be that women, .as pr1mary careg1vers, do not th1nk that the -
phys1ca1 support offered by the extended fam11y has an 1mpact on the

day to day funct1on1ng of the fam1]y. A]ternat1ve1y, 1f externaT

.': boundar1es are- somewhat c]osed women may be re1uctant to %ccept he]p.

from extended fam11y members. Most men in th1s».1":"“ere.the majonfj

: wage esfiers, worked outs1de the home and were,_t_ﬁ;
f

rJike]y’to'be
rom much of the d1rect careg1v1ng.a-Hen'“‘

‘ and assume there is care and supp n%i1n te S of 1nterest and concern
9etin term

on the part of extended fam11y mem \(sg- Such concern cou]d then be'

'v1ewed by men’ as affect1ng fam11y funct1on1ng

" Respondents d1d ‘not 11st any extended fam11y members as res1dents S

may percel ve L



"'}.J,, . ‘ . - . ‘ . - "‘_

. L fﬁﬂz _ 'f ‘ Y
“n their home, ©or as sourCes of he]p Jin . prov1d1ng CF care. ,’The
fam111es in/ th1s study were nuc]ear fam1]1es and(gespondents 1nd1cated
that on]y parents and s1b11ngs of CF members prov1ded care. 'ﬁin

‘add¥%1on, s1xteen percent of the sample had em1grated from abroad thus'

‘d
el o

reduc1ng the opportun1ty to rece1ve he]p from the extended fam1]y
| The extended fam11y is’ apparent]y not as s1gn1f1cant a support'
' group . for these CF fam111es as m1ght have been expected and 1t cannotl.
y f,be assumed that 6? fam111es w111 turn to k1n for support A1though no'rgn
b “add1t1ona1 data * wer§%3c011ected from the respondents as to who d1d:: -
°'const1tute- such a support network for them bes1des extended fam11y;;

‘imembers, 1t may we]l be that other growth or support groups such as y

'.5upport system, as’ fnd1cated by Croog, et a] (1972)

Hea]th Care De11vecy System., Desp1te a11 the contact w1th and's‘ K
- -support prov1ded by the hea]th care system, no corre]at1on was foundg

?S?,between hea]tgg&care system var1ab1es and fam1]y funct10n1ng Even e

FAY
b A
T

though CF fam *fes on . e1ther end of the fam11y funct1onang cont1nuum

: ihad all the ‘th care fac1]1t1es at “their d1sposa1 ‘some. med1at223§}

,~‘

-

e]ements, such as qua11ty and quant1ty of persona] or famlly resources,.i_’
"apparently ex1sted between fam11y funct1on1ng and use of 'the hea]th .
: <care system, No matter how good the serv1ces are, the respons1b111ty

of carry1ng out treatment 11es ma1n1y in” the hands of the pr1mary .

careg1ver ‘who may reach out to other hea]th care. serv1ces when

- & .35

&

- necessary Cons1derat1on by members of the hea th care system must 2§ 1 i

g1ven to the tota] fam11y p1cture w1th a]] 1ts ongo1ng avents, to the

\

. ffam11y S ab111ty and energy to take Tn and use a¥a11ab1e 1nfonnat1on,_-
TS S . : PR . .
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“'.as we]] as to the fact that some famﬂ1es may consider the 1mportance -

"l"of some resources and support more than others.-_- , | | |
Somet1mes openness to the health care dehvery system 1nvo’lves

~~—~— _:_httle cho1ce, s1nce~ongo1ng treatment--1s—~ necessary for CF‘members*—to*":

surv1ve. For examp]e, for some, hosp1ta11zat1on may occ:ur on]y from '
-t1me to t1me, whﬂe for others,. it may 1ncrease w1th the sever1ty of

E '_'«the d1sease and the famﬂy may then have more frequent contact w1th the ,v

) ”_-..'hea“]’tmgare system.,. As much of the treatment occurs at home, however,

. -'.""famﬂy boundarles are f1rm, opemng on]y suff1c1ent1y to understand
E Jf;jtreatment strateg1es.' These strateg1es may or. may not then be carr1ed .

Al .
e

",-_Vout fuﬂy at home dependmg upon persona] and famﬂy resources. » Hence,

’ .’ 'contact w1th the hea]th care dehvery system, a]though 1mportant and

ne@sary, bears \no re]atmn to the quahty of famﬂy functmmng.v
Fam1hes are the m111eu 1n wh1ch most of the care for the CF

member 1svg1ven and the caregwers shou]d 1dea11y be cons1dered as - -
*’}

.health carar team members a]though th1s does not always happen CF
,"fam1]y mothers‘ in part1cu1ar are respo:sm]e for many facets of care |
":*‘_suc,h s - nutr‘ntwnh, med]catwns’, phys1otherapy, equ1pment and emotwna]
"-.support wh1ch may be carr1ed out 1n conJunctlon w1th househo1d tasks
}’and perhaps a Job outs1de the home. Nutr1t1on 1s 1earned, orgamzed

.:and 1mp1emented through frequent adJustments of med1cat1on for. we1ght '

"'.:,'gam, changes in tastesJ and 1evels of cooperatwn of - the C‘::; pembe!

(

.-_.chest physlotherapy may occur sever‘a,} t1mes a day, perhaps ﬂvo]vn‘g,
- : IR

R R
ey




about the course'of the'disease and how to:giye care"

‘health care serv1ces may be usefu] in understand1n( ) rface of.
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The nature of the contact and- awareness of the r . of use of . -

'_“The 1mportance of the father s ro]e 1n the CF fam1ly 8" becom1ng more‘ffﬁfg
;9v1s1b1e and fathe' o
._cred1ted The1r 2 lqt‘d 1nvo]vementvare ref]ected in. the shar1ngb;:;y;

- of care, the supportl_ 3

: fam11y is in’ contact w1th many other systems, ;a WIth the1rf;“:"“"

ypharmac1st by p1ck1ng up new or ref111ed prescr1pt1ons, enroute to andrh,

'.econom1c role and the‘tontact they havej
'ongo1ng care. _In this study, men'had c

tpersonnel ‘as. the ‘women, a- f1nd1ng 'wh1ch was contrary to that of

o dg11very personne1 to cons1der th1s character1st1cf’ ;f»“

. w1th 1nformatlon.. Involv1ng the fam11y 1n %ssess n({

the fam11y ‘and’ the heaith care system., Fo% examp1e, TN used the‘
services of the nurse and d1et1c1an more often than men perhaps becausen'

' women proy1de most d1rect care to the CF. fam11y member. Men ‘may haveQ;7

hmore often than women, used the serv1ces of such d1sc1p11nes as the

.”1_,_

-

from - the work p1ace, thus prov1d1ng Tng1rect care to the CF member.::

AW

t0° be more 1nvo1ved than

s . -
© s R -.-,..

3 i‘the w1fe -fq?

G'McKeever (1981) tY»f“b 'v-!: -

The fam11y is one system in a conste]]at1on of many- ‘Théi CF

v

“: re]at1ve1y c]osed boundar1es, 1t wou]d seem 1mportant for.heaﬂth care"

-~

B and resources ‘as’ we]] as fam11y needs can. réduee amb1guity‘and a sense

ﬂ} th1s study fhe 1mportance of awareness

PRI SR

’} B

| of he1p1essnes§ fee11ngs wh1ch were exprz:sed by some menzand women 1n
\

e ’—.'

°f hea]th care personne] ao to why some fam111es are not 1nterested 1n f;“’”

", . . . fﬁ ‘;v‘~ "' L. '}-.. ._' \ T

;-ther famw]y'members,.the1riz

ftact w1th the same hea]th care%»“

bombard themf]

fam11y strengths‘:-

nd understand1ng on the part '

“@prev1ouslyf;1;fr

iR S
h other systems 1nvo1ved 1n-; '

4.
b
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- 1

: certam serv1ces and .why some tend to depend heavﬂy on others.' The CF 3

fam111es may fmd phased dehvery and remforcement of 1nfonnat1op‘-

he]pful as we]] as 1nvo1vement in the determmatwn of the1r needs and. _

.q'

".‘1n the p]anmng of more 1ntegrated care. AR l-
w a o oL X
Because fathers ‘and s1b11ngs are 1nvo]ved to some degree w1th
careg1v1ng, ava11ab111ty of sggrwces, such. as CF Chnic appomtments,"

'-;‘ at t1mes when a]] members cou]d attend per1od1ca11y for consu]tatwn,'

assessment; or genera] ﬁnvol\@ment wwld be an asset to famﬂ 5 and’.'

=5

health. care person""_‘g,'?qu{f’f examp1e evemng and/or Saturd&Y-:}j.-’

consu]tatmn t1mes would enabie rnﬁi*e famﬂy members to attend w1th0}t

: j'm1ss1ng schoo] or work and wou]d ease trave]hng and babys1tt1ng

_.,prob]ems for some fam111es from out of- town. o

i v,

a .
Assessment of famﬂy strengths and weaknesses and degree of “’

. famﬂy funct1on1ng 1s not only usefu] for hea]th care personne] 1n

4

"p1ann139 w1th CF famﬂ1es, but not d1ff1cu1t to do. _ Bes1des those.

-*-_mnstru ents used in th1s study, other mstruments and check 11sts ex1st’_;_."

. $uch as. Fam1'ly Inventory of L1fe Events (FILE) CODWQ? Hea’lth Inventory‘v o
| "'7-_'er Parents (CHIP). and Home Momtormg programs (Waf‘ka 19}:?’ 'wh1chu

ﬁ"-v1nc'ludes the use of d1ar1es, assessments of famﬂy functwnén'g and‘-"é

et
-.':",.l-."
ST

recordmg measures on. chﬂdren. - _ .
| It may be that a famﬂy faéed w1th hosp1ta11at1on of thenr CF

. Amember ma_y have Some * pred1ctab1(§ : reactwns.‘ Hosp1ta11zation may
= ., t »,f‘.-l.

"y;'heve the \famﬂy from A t1me consummg routme .of car;egwing whmh |

'

may haveQ reached ar pmnt of reqm rmg more than the home em)wonmentm
:s/'.:_
could 6rov1de. On the other hand,,hosmtahzatwn may': resu]t 1n a‘ '

) he emp"na§15

1 e

. e L .
o [ R e




R

- -on daﬂy ongomg home. - care, and because these famﬂ'ies are highly

—

: structured, c1ose1y kmt, orgamzed, ro(le-omented and somewhat c]osed

. \
to outs1de systems, there may be a re]uctance to g1ve up ‘roles and i

N -

| _contr01 to another system, even temporar11y
. Comment s from some respondents ref lected hope ‘that a- CF famﬂy l
_,~member wou]rd 'not get -s1ck en_ough to ha,v_e.‘ to be “hospitalized and‘
ex_press'ed_ 'concern that -th‘ere b\e‘ more' 'comnunication" between '“sta‘f_f
~members and‘ the fami]_y‘_when'a_\CF member was hospita]:;jfzed; ,Be‘caUSe_CF'-
vfamih’es lare ‘fairly .struetured{there may be some dif‘ft‘cu]’ty -on ‘the'
‘part of the. famﬂy in being fluid about role change as 1n g1v1ng up or "
_temporarﬂ_y sharmg careg1v1ng with outs1ders Th1s may resu]t in the .
.famﬂy S . re]uctance to readﬂy open the1r boundar1es to the hospital
| system. . I : : i ~ |
o }; Members of th1s samp]e of f.am111es expressed the1r desire to be
moré informed 10 1anguage that was understandab]e and - meamngfu] to
them and to "know what was happemng and why. If fam111es are to
funct1on opt1ma11y, 1t is 1mportant for mothers, who are more likely to .
’be\ at the hosp1ta1 or .special- chmc w1th the CF member, to have an.
understandmg of appropr1ate med1ca1 aspects of this chronic 1'Hness -
Hosp1tahzat1on of a CF member requ1res adaptat1on by all famﬂy
- members, part1cu1ar1y the mother who must glve up. part’ or a]] of ‘her
i ro]e “as’ caregwer Adaptatlon to the number of t1mes in hosp1ta1 may -
be more d1ff1cu1t and 1nc1ude different stresses tﬁan a long per1od of
hosp1ta11zat1on _ It may be that the 'stress for CF fam111es 1s the -

} process and frequency of hospitalization and not the actual number of

'days in hosp1ta1, S0 that hosp1tahzat1on not be assoc1ated w1th the



1eve1 ot fam11y funct1on1ng
/

It is d1ff1cu1t to genera11ze about the 1mpact of the hea]th care

delivery system (HCDS) on the fam11y process. The 1ack oF corre]at1on

¥

‘between the HCDS and the FFI may have to do with med1at1ng var1ab1es

."such as d1verse persona1 resources in the fam111es, sever1ty of the

'd1sease,.and the vary1ng amounts of care requ1red by the CF 1nd1v1duals .

_at d1fferent stages of the d1sFase and the 11fe cyc]e

Know]edge about family - organ1zat1on cou]d ‘be usefu]x\to hea]th
care. profess1onals who work with CF fam111es b Fam11y resources are-
bas1c to the - qua11ty of, care ‘that the CF child will receive. - Yet if

fam1Jy:boungar1esvare ¢losed, hea]th care -personnel| will have little

- knowledge of such resources. As one member of the samp1e said, "Unt11

'staff at the clinic’ know the family' s f1nanc1a1 and phySicaT

m\swtuat1ons, they shou]dn t pressure the parent." The sk111 requ1red of _

'7’fam111es 1s to let the hea]th care team know about the1r resources.’

\

"The sk111 requ1red of hea]th care personne1 is to a]low fam111es to use -

~ the information and sk1]1 they offer in the' manner most appropr1ate 'to
' i

the1r fam1]y.

In yiew of some of the character1st1cs of these re1at1ve]y

opt1ma]1y funct1on1ng CF families, an appropr1ate approach would. be to

"\ |

,meet the fam11y with acknow1edgement, understand1ng and fpprec1at1on of -

- the 1mportance of heir ongo1ng ro1e 4n the ma1n care of their CF
i |

: /
member. \It wou]d be beneficial for a11 1nvolved to aff1nn, support and

guide the fam11y 3 careg1v1ng role, to- provwde the, t1me to hear and

‘share’ the fam11y s anx1et1es and fears associated with shar1ng or

_ temporar11y g1v1ng up control of care, and to involve the fam11y

-



members as decision-makers and team members. wherever possible. In
deifion, more must be written for CF families and health care

personnel to read on family strengths and the importance of CF families

—as—membersuoﬁ—thefhéalthicgfg—team;\

School. As CF chi]d#en'may spend much of their day in school,
undérstanding of'the nature and treatment of the disease on the part of
Ithe schooT personnel is important., This may be done by forming an  «
‘awére,'cdhesivg suppdrt'system to proﬁoté greater undefstanding of the
 1 effect”df embtjona],}cognitive and so;ial aspgcts of CF on the child,
family, teachets, caregivérs and peers. There is also a néed to
emphasize tﬁe need for acceptance and a sense of -normalcy for the CF
member while encéuraging'academic achievements: Such a'sﬁpport group.
.~ may be composed o%.CF fami]ies, pert%nent representétives of the schpo]
(such as.feather,.volunteers, nufée, étc.), and CF team (such as ‘clinic
coofdinator, physiothefapist,_etb.),;and may be required to meet only
as Often as once of twice yearly during the school year. -

Ehgggg. Although fhere. was no correlation between moral
. re1igious‘e£pression and family functioning, respondents did indicate a
1éve1 of importancé‘on_such expression.. .Men, for example, may have
“found it eagier to seek emotional support from anothef man who was a
'mjnister. It is possible, tpb, that t%mé}constraints\w1th care may
have precluded a%j tyoe of ‘religious fnyb]vement, bﬁt not inhibited
expression of moral-religious values. Such vaiues-as_truth, honesty,
. fidé]ity,' etc., may be canﬁuniéated and 'sﬁéred daily in the fami]&
without necessarily having to be experiénced within a se} of verbalized |

beliefs or a formal religious framework.
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Individual Resources

[

Potential opportunity for personail Qrowth is important for
individuals in optimally functioning families. 0f'45e°six individual

resources wh1ch correlated w1th the family functioning index for women,

only three of these were correlated for men, implyihg that individual
- resources tend to be more;1mportant for women, perhaps because they are
the primary carégivers.

Physical and Mental Health. Promotion and acceptance of positive

self- worth as well as the ability to prov1de for physical and emot1ona1
needs in the family are cons1dened to be valuab]e characteristics of
optimally functioning families. In this study, phys1ca1 health and
hental health were associated with family fuhctioning for women only.
Women in CF families who were pr1mary caregivers most often carr1ed out
".physiotherapy on the CF member. and this requ1red good phys1ca1 hea]th
In addition to these. daily treatments, women managed households and
also may bhave worked.,dutside ef' the home. Understahding and
interpreting al] aspects of the CF care to other famiiy members and -
giving and receiving emotional support within the family, a women in
poor bhysica1 and mental health would certainly be less able to carry
out her role. -So jt is not surprising that physical aud mental hea]th

| for women was positively associated with family tunctioning.
§
\ Men, who were the main financial supporters, had less djrect ‘

involvement with “family coordination and physical care of the CF
member, and may not -have required the rest and care women needed to

| giVe treatment. Hence, phys1ca1 and menta] health were ‘not re]ated to
A

family funttioning for men. Burton's (1975) f1nd1ngs that fathers

\
\

\

(R
'
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experienced health problems of a stress-related nature may bé‘supported

in part by the’s]jght\y lower levels of mental health reported by the

men in this study.

Achievement Orientation. The higher the level of. a family

functioning, thehlowér the achievement orientation for both men and
women. This finding may be interpreted as evidence of the focus§ing of

personal énergies on tasks within family. There may be subjugation of
some individual goals which might have led to more optimal personal
functioning. For example, negative responses were given to iteTs
" like: "Getting ahead is-§ery important in our family," fFami]y member§
dre often compared with others as to how well they are do%ng at work or

school", énd “We lbelieve in competition and may the best.man win".

Many of the women who indicated that they had" posé-secoﬁdary
education ma;“ have- }orebpne previously" antiéfpated‘ careér plans in:
order to concentrate' their energy oﬁto the,Aincreased caré requi red
within the family. - Men, may also have fohgohe further outside careér
plans, and may havelbeen reluctant to accept a promotion réquiring a

move away from CF facilities. .

Active Recreation Orientation. There was an association between

active recreation orientation and fami]y. functioniﬁg for - women.
Assessment of active recreation orientation was from positive responses
to itéms like "we‘offen gq_to movies, sports events, camping, etc.",
and "Family members.sometimes attend coUrseé or take lessons for Some
hobby or interest (outside of schoo1)“.l'women are the organizers of

family activities and may see recreation as not only important for

their own personal growth, but also for the well-being of other family
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members. The emphasis on physioﬁherapy for the CF member requires a
certain level of physical fitness on the part of the careél' r, and the
treatment regime may include active recreation for"tﬁe CF member or the

whole family, perhaps in the form of' swimming, gymnhastics, hockey,

1}

,cycliﬁg, etc. Men who‘are perhaps away from home fdr ﬁonger periods
daiTy are,Jéss involved in planning 4nd organizing activities and may
be involved in caregiVihg to a lesser degree.. It is probable that
active orientation is not associated with levels of family funétioninqv

8

for men. .
. Eddcation. Education was fouﬁd to be relé;gd positively to
T 'ﬁaﬁjly functioning for both men and women. In optimally functioning
faﬁi]ieé, individuals muét have the ability to help themselves aﬁd also
to accept help.(OttQ,li975). For men and women; education-hgg.tre
v potential to enhance the abi{ity to work in financially sat{éfyiné
positions and to help seek information and resources and apply them for
the benefit of all family members. For women in particular, education
may enhance the ability t& organize and p]én freatment regimes to fit
in along with routine household .1iving. Education thefefore would

understandably be positive1y associated with famiiy functioning.-..

Financial - Well-Being. For both men and womeﬁ, financial

we]]—béiné was found to be positively asssociated with family
functioning, not'an'unexpected result.whén respondents perceive that
financial commitments could be met and they therefore could feel
optimistic about vfﬁeir financial situation. Perceived adequacy of
~ income has been consispenp]y‘fhohn to be correlated with satiSfaction

with various aspects of one's life.: Of interest here is the finding

- that while financial we]l-beigg was associated with family functioning;
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actua] income was not. 0 ‘
Women m CF families must be ‘physically and menta]]y healthy and
in (a position to provide care to the CFlmember and other famﬂy .

members, 50 understandab]y, mone individual resources for women were

’ refated to family functioning. The 1ndivi’dmﬂ"""'““‘“Ces—“r"e‘iated—to—_
famﬂy functwlofrfr;g for men tended to be conndcted with their ro]e as -
mam wagg ear_ners. Men and women in these CF families appear to have
down—p]aye:ct“‘s,ome of thew personal goals.

P

Feedback . |

In opti:ma:Hy f,uncti-oning families, the abi_]it;y to be flexible and
res‘p'ond to new. information from both insiee/ and outside the family is
cqn'sidened important. For men and women in this study, organization,
mastery and health, esteem and cormiunicatioh were found te be
po$1‘t1‘ve1y as'so'ciated wi't"h .'famﬂy functioeing while the number of CF

members in the family was negativel){ associated with family func:cionin‘g.‘

Organization. One of the ways' of understanding the  family's
response to feedback -is to look.at current orgariization. In this study

orgenizat’ion.was correlated with the FFI for both men and women. ‘Such

A

a positive correlation provided a picture of highly structured fami'lies_
with emphasis- on punctuality, planning of " activities and good"

. management.

-

—

Men a;\& women' m\-gightly higher than ‘a-verage emphasis on
organization by pos1t1ve1y respondmg to items like "Be1ng on time is

very important in our family". Dut1es in the family were c1ear1y

defined and’ cérh’ed ‘out on schedule. High 1evels of f]exibi]ity. of

i
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- N , .
roles for some family members may not have been possible in 1light' of
the number -of tasks required in caring for CF members. For exéhp]e,
some women may have foregone Qorking outside the home, or involvement

%n other interests.

Masteﬁy__and__Healthr__;Ihe__ﬁamiJgL;strengih__entjtled__Mastgrgu_aﬁd___

Health as measured in thé Family Inventory of Resources for Management
was positively associated with fémi]y':functioning for both men and
women. The.parents in?this study valued having somé control over‘tﬂe'
direction of their lives as ye11 as having good physical] and mental
health. Being invo]ved‘with the daily ongoing care of a CF member
requires some structure -and agreed upon rules so that men and women may
have a sense of control over énd responsibility for the progress of the
: disea;e~in thé.CF member. -The level of coétrn] was demonstrated by the
s]ightly aboye average scores for men and women on the Family
Environment Scale whére'there were positive responses to items, such as

"There is a strong emphasis on following rules in our family", and

"There are set ways of doing things at home".

Esteem and Communication. In’ optiha]]y functionfng families,
. communication is  paramount as a clear, open, direct and successful
»eXchahge of infprmg&jon between family mémbers, serying.‘to enhance
members self-esteém.. Esteem and'communication'assessed by items such
as "We discuss our decisions with dther{fémi]y members before carrying-
them out“t/“Thé membérs 6f our }ami1y r;spect one énotﬁer‘, and "In our
family we understand what help we can expect from each other", were

found to be positively correlated with family functioning. In a CF

family schedule, it is important for all members to communicate'with

1
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each other 'in order to know what is 'happeniné to members or what
‘chénges are occdrring in family subgroups such as -the marriage
relationshtp.' Hence, CF family members who communicate and hold each

‘other in high regard'are more likely tq function at a'higner 1e§e1

because there is more emphasis on shared feelings and more discussion

"'pf decision-making and working to help each other.

Number.df Children. A]thougn adaptationfis an pngoing process,
-

no correlation was found between FFI and the number of years the

families had. been coping with CF. In fact, there was a negative
: cbrrelation between' the number of CF children in $he fami]y and the

FFI. tt/agggars that neither prev1ous experience w1th CF nor- 1ength of

experignce enhance family funct1on1ng ' Rather3 the addition of CF
. \/

members rpduces families' abilities to function well. It stands to

reason” that the addition to any fami1y of members with a chronic
>
111ness would increase stress and be demanding of family resources ‘

CF Family Profile. In this study, the Fam11y Environment Scale

prdfi]e c]dse]y resemb]ed that of the structure-or1ented typology
derived fn“/the Moos & Moos (1976) study (see Appendix I). Profile
scores of.the CF families were slightly lower but parallel to the Moos
profile scores in*the‘re1ationship dimensidns, whf]e.in\the personal
growth dimensibns, all scores were below the Moos profile scores except
for active-recreation. In the’ systems maintenance dimension of
organizatton, the scores were above averagetfor'the CF families but
considerably higher than the Mobs profi]e scores. Both groups nere
above average with similar scores on the control sdbscaie.

'Hith energies focdssed within the family to carry out required



care, it may be understandab]e that personal grthh d1men51ons such as
intellectual-cultural activities, ‘+independence and achievement-
orjentatjon may be curtailed. The families in this study showed a
strong emphasis on structueing activities and on exﬁ]icitness |and

clarity with regard to family ru]es‘and responsibilities. They were

also highly organized and cofesive, committed to and supportive. of the
/ N .
‘family and its members,- and reflected below average conflict.

/// . ~ \
/ , Conc lusions
/

/

'Resourc s associated w1th fam1]y funct1on1ng in Cyst1c Fibrosis
. fam111es appear to be somewhat different than mode]s in the 11terature
‘would indicate (see Figure 10). For example, these relatively opt1ma1-A
1y functioning C?»fami]ies were highly cohesive with highly permeable
internal boundaries‘and somewhat selectively permeable external family
boundaries. Also, interna]kre]ationships_appeared to be chatracterized
'by enmeshment between caregivers and CF children, with a cpdsitive
‘ effect reported on the marital re]ationship. . Whereas such fami]y’
organization generally would be considered dysfunctional; in thesevCF
fami]ies‘it was associated w;th‘high levels of family functioning.

E iQence of adaptati?e?d{mensions fer CF families was the way
they organi;;d .'n tehns of being clear .about family\ rules and
'respons1b111t1es and how energ1es within the fam11y were directed at
ma1nta1n1ng cooperat1on and integration of the faﬁ)1y The closeness
and support in the fam11y was enhanced by eommun1eat1on. The families
were respons1ve to new information avei1abje\‘from other sources, -

|
enabling them to cope.
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OPTIMALLY FUNCTIONING FAMILIES
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CF FAMILY FUNCTIONING
) . K

Boundaries

to outside: open

- on inside: clear and open

Bond%ng—v—appreciation—mutual

_high_cohesion

td outside: drawn,
selectively.permeable = _
inside: blurred, enmesh'

respect - cohesion intra family
cooperation unity, connected-
ness : ' ,

open to new information.
marital coalition

parentdl solidarity

persona]}growth f\f‘yf

 self?

clarity of family rules
Jinking to the outside

contact with networks

Feedback

communication
child rearing skills
flexibility of roles

\

§
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,M;Ejgu;e‘ﬁoi"Eharacteristics of
= the Literature
CF Families in the Study—

Described in

Tow copf]ict

mother/chi1d enmeshment

marital relationship impor-
tant

marital stability

shared fare of children

reduce time for outside
networks

achievement orientation ™ low

for men and women

somewhat traditional with
structured role clarity and
division S
highly organized
communication important

“ high level of control

\

personal growth de-emphasized
physical and mental hgalth

important
moral-religious expression
emphasized :

\ -,

Optimally Funétioning Families
Compared with those of '
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Indipidual resources were nore likely to be associated with

family functioning for women who appeared to be the main coordinators

ot care and organizers of famiiy life. In order to promote optimal _

family functioning, organization of famiiies with a chronicaily in

’.member may require the subjugation of some individual goals, such as

J

“—“—“——ordinari1y—n€ght—iead—to—pptimai personai—functioning~——¢he—amount—of—~——
gy required to keep CF families running smoothly may ‘have

time and}ene
lrequired that, despite the- distinetly ‘different male and female
role-functions, .both parents de- empha51zed ca;eer and pereonal growth
goals, which was ev1dent.1n the Tow achievement orientation of both men
and women. As weTl as being highly,structured'with clear division of
rdjes and high value placed on these roles, these families.were‘alsd
nuclear families in which both parents were present and in Wnich the
maJority of women remained’in ‘the home. ‘ihis is not too ditferent from
famiiies w1thout CF members where traditional ro]es are fo\]owed w1th
mother as caregiver and father as 'main wage-earner. Men were in
contact with the health careLsystem and perceived themseives to be mOre‘&
- involved in'sharing'carggiving_than previously credited. Men's roles
in these CF families are'quite different from“those‘of their.wives and‘
their respurces were apparentiy used quite differently. -.' . Y
Findings from the study are that the resources assoéiated with

family functidning'in'these relativeiy we]]-fdnctiqning,CF'fami]ies are
. - A - , ) S
§omewhat different than models of optimally functioning families )

described in the literature indicate. Ciearly,.a sing]e mode]jis_not
adeqdate to explain optimal functidning'in all types of families."

" There have been -more studies conducted on the'phyéical aspects of
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. CF. Generally, -of fhe lfew psychosocia1-re1ated studies, most have
dwellt on fhe.negative asbects which families must face. In this study,
: fam111e§ »fﬁnctioned felative]y. well but they also reflected more .
concerns . regarding “emotional hea1£h than -bhysica1 heal;h. The
admission of having fee]ings of anxiety and he]p]eséness, of having to
‘dealé-witlv—depression——in—~£amiJgL—membens,__gf__wantjng__more__djxect__and'
honest information and communication from health care personnel, are
611 areas . indicating a need on the part of the health care system for
_ mdre'awafeness and know]edge of fami]y‘functioning and of the numeraus
characﬁeristiés families assume in order to cope and to be ."well-
,';functioning". 'Heélth care personnel can enhance thefr present role for
CF fam{liesoby seeing a CF member in the context of the family dnit, by
| acknowledging . existing family vstrengths and by “affirming the
éutstanding c0ntribution§ these families make as integra] members of
the healtﬁ:team.in delivering physical and emotional health care to
their CF members{; Héa]th'caré personne»,jﬁhen working along with CF
- families toward reé]istic goals, must also consﬁder_at which staée of

the 1ifevcyt1e'families may be anq'what other pertinent life‘events may

also be occurring. : : ‘ \

i .
’ ¢

Implications for Future Research "~

\ There is a need for. more research on the CF fami]y unit

Particuiérly.in'the psychqgocial area. -Some topics for exploration are
" suggested here: : o
f

‘o Longitudinal studies of CF family functioning. What is the

§
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tmpact on families at differeht stages of the family life cycle

" What are the important resources ‘and. supports - for CF fam111es at
different stages of the d1sease as perce1ved by CF fam111es and

| their subsystems?

. L}
!

What do ‘CF families perceive‘to be their family strengths at
d1fferent stages in the fam11y life cycle and at the d1fferent.

stages of the disease? |

Y

"Nhat is the effect on the status of CF members ‘health on various'

| 1evels on fam11y functioning?

, Nhat ro]e ‘does: ~spiritual faith p]ay as a ‘family strength at

: d1fferent stageS“of the fam11y life cycle and at different stages'

1

4

‘4Nho compr1ses the psychosoc1a1 k1nsh1p group for CF fam111es7

Nh1ch groups are‘perce1ved to be most”pert1nent?_ Nhy, by whom;
and in what way are they important? _
What;ﬁmpaet does marriage of a CF member have on families of

origin of - both marriage partners. (As the 1ife span slowly
. > _

"increases for some CF -individuals, careers, marriage and child

bearing. are gradually emerging new territory. The changes for
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parents of CF individué]s'as they ease out of caregiving roles to

.'~'becomE—;in-Jaws_-and—-gnandpérentSA—in4~an-;extended_gﬁaminMMsuphont
~“system have'yet to be explored).
Hhaf impact does a, mother fbregoing a career have on the CF
family? On the mother? At different stages of the family life

cyé]e?._
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] 4 212, 11803 - 125 Street /
. Edmonton, Alberta

. May 30, 1981 \

no

(S [ RITVTIVI

Cystic Fibrosis
Foundation

Fondation
Conaodiennedelo.
Fib(ose Kystique

. ./"

Barbara Wheatley, R.N. B. Sc.
M. Sc. Cahdidate -
pivision of Family Studies
801 General Services Building
Edmonton, Alberta

beargMIS'Wheatley,

Thark you for your letter of May 26th outlining
your studx of Famxly Function1ng Aspects of Cystxc Flbrosxs.

Al

Thls was discussed at our regular May meeting ‘and

the Chapter gives approval for approachzng families concern-

ing C.X. with the: followxng ‘provisios:
o . - h ’ A

1. prxvacy of patlents anﬁ/or parents be
respected; and,

\

2. a copy of final research paper ;ilforWArded
to. the C.F. office so that it would be
available to our membershxp.

We are looking forward to uork;ng wlth you and to

the finalization of your study.

V. Rudkowski »
hapter President

 DVR/der . /
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212, 11803 - 125th Street
Edmonton, Alberta

T5L 0S1 .

{(Telephone: 454-0568)

‘Dear

Members of the CF Chapter have always been interested and
actively involved in doing all they could to increase the
body of knowledge about CF. Much of this information so
far has been about the physical #spects of the disease.
Only in recent years has any work been started to find out
about the effects of CF on other areas of life, particularily
family life. : , i ‘

Y

' The Chapter Executive is pleaied to announce that research

in this area will be started this September in the Family
Studies Department of The University of Alberta by

Dr. Norah Keating, Professor and Research Consultant, and
Barbara Wheatley, R.N., Family Studies M.Sc. Candidate, and
a former.CF Clinic Coordinator. We are enthusiastic and .
encouraged that:Edmonton and Area are beginning such
research here in CF. The project has been funded by the
Medical Services Incorporated Foundation of Alberta.-

This letter is an invitation to you to take part in this

_project. In keeping with the Chapter's policy of Confiden-

tiality, this letter has been sent to you privately. We
encourage you to read the enclosed letter fiom Dr. Keating
and Mrs. Wheatley, and to.reply soon. All replies will be
returned to our own office and - only “yes” replies will be
forwarded to the investigators. : '

V, Rudkowski : ' ' o : :

fez?ronident: ) _— S e

.
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-'I-r.{ | family studies o

B.e ~_FACULTY OF HOME ECONOMICS

THE UNIVERSITY OF ALBERTA « EDMONTON, CANADA « T6G 2M8

" September lst, 1981

We are beginning a study of families with (a) CF member (s)
living in the northern half of Alberta. We wish to include
all family types:: two parent or single parent, divorced,
remarriedﬁ‘or common-law, CF members at home or living out,
etc. ‘ ‘ .

The study has been designed to gather information on how - -
families with CF members- function in day-to-day life with a.
view to looking at characteristics that may help or hinder

" puch families. It is anticipated that such information may
be of great value in better understanding the situation of
people like yourselves. We would like to talk to both
members of the couple, where applicable, and enclose a
consent form for each. - . ‘ .

We are writing to ask your cooperation in gathering this
information. We appreciate that it will take your valuable
time to contribute to this important research, but also feel
that you have a great deal of valuable .first-hand information,
to offer.” We need as many families as possible to make our .
study valid. Please read, sign, and return the enclosed -
form in the enclosed self-addressed envelope.

~

Your assistance is greatly appreciated and we will look
forward to talking with you.soon. Please call for any
additional information you may desire. '

Sincerely, .o

TKoa

N Norah Keating, Ph.D. .
: (Telephone: 432-4191)

Aé?b'11£222374£267b : l ' o A coe oy
Barbara Wheatley, R.N., B.Sc. - o ; ]
(Telephone: 432-5141 - days; 459-3894 - evenings)

b - o ' l . I <

'Enclosures
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‘I also understand that:

RESEARCH CONSENT FORM

FAMILY FUNCTIONING. WITH CYSTIC FIBROSIS

This is to certify that I )

have given Consent to participate in a research project being
conducted by Dr. Norah Keating, Ph.D., and Mrs. Barbara Wheatley,
Registered Nurse. I understangd that I will fill out four

questionnaires which will provide information on family functiéning
with a . Cystic .Fibrosis member. . ' .

1

1. fThe information will be given in my own home or other
convenient placa at my convenience through prior telephone
arrangements. ) . .

2. The appointment will last about 45 minutes to one hour.
3. I am free to withdraw from the project at any time.

4. Al reports on the project will be éompiled in such a way’
that privacy of all individual families will be guaranteed.

5. The Confidential information gathered will not be released »
by the investigator to anyone outside the research project.’

6. A summary offthe;findings of the study.wiil be sent to all
participants with the opportunity to contact the investigator
with questions or for further discussion. '

Name: (Please Priht)

Signature:

v

pate:

Telephone number for interview:

I do pot wish to take part in the study: _

Name: (Please Print). ,

i

I have participated in other research projects. Yes No

If yes, what was the project?
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v
FAMILY FUNCTIONING INDEX

\_ \

The-foll?ving is a lggt of questions to be
anégered By'yOu hnd';6&g p$ptnér-[wﬁereﬂ 
épplizable]._ They~vi11 help QS‘tofg;in ;
bé;tét understandiﬁg of family lifé. ' Please
- do not discuss the questions uncii after.you
haVekcqmpleted the‘questionnaire and rgCufﬁgd

it to the interviewer. Your answers will be

CONFIDENTIAL. DO NOT SIGﬁ YOUR NAME ANYWHERE

ON THE FORMS.” ~ = . N

‘Purchased from ASIS/NAPS"

‘Microfiche Publications

P. 0. Box 3513, Grand Central
v Station - A

NEW YORK, New York 10017.
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1. Date:

2. what sorts of things do you do as a family? “
(a). In the eavenings -
(b) On the weekends - . v +

——{Cc}—On—vacations =

[;UT A CHECX IN THE BOX CORRESPONDING TO YOUR ANSHERA]

(-
v

3. -How do you think the children get'llonq together compared

vith other families? (Disregard if only one child.)

Better Same wWorse

4. Do the children find it easy to talk to you about their "

problems? ) : .
O 1 I
q:f Sometimes ' No

5. Do the children find it. easy to talk to your partner

about their probiens? ’ . L o
Yes X ., . Sometimes T No s

6. Do you find your partner an easy pérlon to tnlk>tq

when something is troubling you?

Yes ) Sometimes - No

7. 1s your partner able to spend a lot of time viﬁﬁ the

. . ..

_“.children in the evening? : ‘ . ‘ o
P ‘ . . o o L
' Yes ‘ Sometimes ~ ¥Wo ' ’

8. 1Is your partner able to spend a lot of time with the
children on the weekend? ‘ » ’A . : o .

. Yes . ~ Sometimes . "No



118

A
’ o
A —_2.
9. Are }ou able to spend .a lot of time with the children
K in the evening? R e
i

ﬁ l I [:] 1 [:]

£ - ;

N I8

Yea So-qu-al No

=

10. Are you able to spend a lot of time with the children

on the weekend?- . i o
Yes ! sometimes No

11. ‘Would you say, all in all, that your family is happier

thanh most others you know, about the same’, or. less

happy? . R K o i‘
Happier. .: Same Less happy
7

.12f ‘Wwhat would. you ll;.ﬂll'the most important problem

you as a family had to deal with this year?.

a) - Was a solution arrived at? ) ‘| 4| ) [:j
- ‘ ' R o Yes ' Mo
 b) pid you discuss'thelproblen

with youx.pnrtner? [:] ° 1 ]

c) -vas everyone satisfied with

.- . the .olutién? I [:] : 4[ I
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13. In every family someone has to decide such thinga as
© where the family will live and so on. Many cBuplol
talk about such things with the family first, but the
{inal decismion often has to be made by one partner or
the other. 1If these situations you have not decided
.on recently, how voqu‘thcy be decided on should they
occur? :
It 1 = He always
2 = He more than she
. 3 « He + She exactly the same
) 4 = She more than he
5 = She always
[Write in the number corresponding to your choicel )
a) ﬁhb_ulunlly makes the final decision about what
kind of ¢ar to get? ) ) N
b) ... about whether or not to buy life insurance?
-
c) ... about what house or apartment to take?
a) ... about what job your plrtner lhould tak 1
e) ... about Hhe:her or not you should go to hdrk or
‘quit work?
- A . - = B N .t .
14. Thinking of marriage in general, which one of these

e) Fifth most valuable

five things would you say is the -o-t valunblc part
of your marriage?

1 = the chance to have children.

" 2 = the standard of living - the kind of house,

clothes, car ‘and so forth
3 = His/Her underltandlng of hxl/her probkenl +

feelings -
4 = His/Her expres:ion of love and ntf.cclon for
" him/her. - '
S = Companionship and doxng chinQI together with
him/her.

IWwrite in the‘nunber‘coirelponalnq to your choice,

<using each number only once.)
|

b) Thc next most. v-lunble - '. SR
c) ' Third most valuable

d) rourth nout"vnlunble.

0
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1S. Of course, most couples differ sometimes over things.
. when you and your partner differ about something, do
R you_ususlly give in and do it their way, or does your

partner usually come around to your point of view?

- 5 O -0 -
partner’'s way : 50/50 an way

16. Wwould you say diluqrecn;ntt in youf'houlnhold come up
more often, about the same, oOr less often than in other
families you know? ' o

" More often. Same Less often . :

o . : [ :
17. Would you' say that cosmpared to most {kqilill you know,
you feel less close to each other, about the same, Or
closer than other families do?

» . Less c{ostu- Same Closer

-

18. fhd following ‘are some .feelings you might have about
ceértain aspects of marriage. ‘

Pgttéy-dilippointqd. 1'‘m rgllly,-illinq out -

~

1 -
© on that. . . '
2 = It would be nice to have more. .
V4 3 = It's all right, I guess - I-can't complain.
., 4 = Quite satisfied - I'm lucky the way it des.
5 =

Enthusiastic - it couldn't be better. .

[ Wwrite in the number corresponding t6‘VOU{ choice.)
. > R R

a)-- How do you feci‘nboui yoﬁr ,tnndnfﬂ of living, R o ‘ -
the kxind of house, clothes, car, and so forth? - - .

-

b) . How do you.fgel about the underlt;nd#né»jou qeg>of'
: your problems and feelinga? . .

3 How do you feel about the ‘love and .f{ectioh you
receive? i . . :

qa) Hpv'do you feel about the co-pnni&nihip_qt doing
things together? s o .
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19. When your p-;thtr comes home from work, how.often do
they talk about things that happened there?

.

S N N

Very often - Sometimas . Never

end of _ir\d(x »

i

20. How do fou.perceive the effect of your CF nénber(i)'oﬁ
- your relationship with your. partner at this time?’
[Check one) oo : b :

Righly positive Sosevhat _sombuhlt' . ) Righly
. ‘ " positive " negative _negative

2. How has fhe'pielence_of & CF member in your household

affected the lives of your other children? [Check one.]).

Highly V7 Somewhat ‘Somevhat " Highly .
v.bo-itiye T positive negative. . "' negatave . .

.
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' 0 ASOCIAL CLIMATESCALE  ~

~

fAMIY

N

. EﬂUIRGnmEnTSCth =
. eORMR" . . e

" RUDOLF H. MOOS -

LoTTo Y e
N : = ‘
v, ’
e - INSTRUCTIONS .=~ =
- \ ~ There are’ 90 sutqﬁ\ci{ts' in this boo'km.. They are statéments ‘
. about-families. You are 1o decide which of these statements are . -
v - true of your family and. which are false. Make all your marks on

the separate answer shéets, 4 you think the statement is True of ..
mostly  Trire-of your famlly, make an X in the box labeled T -
.. {true). If you think the statement is’ False.or mastly Fofse of your
* family, make an X in the box labeled F (false). = ©- . .

You_may. feel: that some of -the statements are trug for some 1 0 Ty
family members and false for.others. Mark T If the. statement b ..~ - :
true for most: mémbers. Mark F.if the statement is fafse‘for most
members. If the members are evenly divided, decide what is the -

S suongef'vove'r;ll impression and answer accordingly. :

.. Remember, we would fike to know what your family seems like . ot
1o you. So.do not try to figure out-how Other ‘members see your : :
family, but do give us yqur‘;'eneralllmpression of your family.

. fot each statement. - . - I o

. . EIET : oy

\CONSULTING PSYCHOLOGISTS PRESS, INC. . .- IR
577 College Ave., Palo ,_Allo.’ Cvalviforni_a» 94306 '
OCopw_lghlf 1974 by, Co'n'(ulllln| P;vfho‘ogi;u Press, Palo Allo.'(';A 943.06.

. © .- Al rights reserved. This test, o parts thereof, may nof be reproduced in e
( any form _\v":lhoul,pﬂmmi'o'n of the publither. L et -

Ré'pr'Od-:uéed‘ b’y‘-‘."s'.pe_o'i'al pé:rm.i‘ ss 1onof , ::t"he"" kal‘ibl."ié.her,' o

. Consulting ‘Psychologists. Press, Inc.; Palo Alto,
‘Califormnia \94306'. 3 S AR T :

" Further reproduction’ is 'prohib_ited_-wifhéut the
‘Publisher's consent. - o

- R



——————"—and-soci4l- problems:

n

1. F.mul{ membets redlly b
and suppurt unt another.

2 Family members often heep-
" their fcelings 1o themselves, .

3. We fight alotin vir family.
4, We don'tdo things on our
. uwn very often in our family.
5. We fetl itis important to be -
the best a1 whatever you do.

6. We often talk about pulmcal

28. We often talk abuout the tluligauus
meanming of Christmas, Passover,
or other holidays.

29. It’s often hard 10 find things
when you need them in our
houschold. ‘

30. There is one family member
who makes most of the
“decisions.

31. There is a feeling of together-
ness in our family.

1 .
A .
32 —Wi-telhcach-uther-about-ouf

7. We spgnd most weehends and
evenings at home,

8. Family members attend church
synagogue, or Sunday School
fairly often.

- 9. Activities in our family are
pretty cafefully planned.

10, .Family members are rarely
* ordered around
11. Wc often seem 10 be knllmg
‘time at home. | .
12, We say anything we want to
. around home.
13. Family members rarely be-
come openly angry.

14. In ourfamily, we are strongly -

encouraged to be’ mdcpendcnl.

- 15. chmg ahead in life is very
impurtant in our family.

. 16.. We rarely £0 to lectures, plays

. _ or concerts.
"+ 17, Friends, often come o(\r !or '

dinner or to visit.

_18. We don't say prdycrs in our
(amn!y

" 19.- We are generally vcry neat and
. vrderly.

20 Therc are very few rulcs to fol-
Bow in our family. :

21. We puta lot of encrgy into
“what we do at home.

22. It's hard to “blow off stcam”
at hume without upsctung
somebody. -

- 23, Family members sum.cumc )
" get so.angry they throw thmgs.

24. We think things out for.
‘ourseives in our family.

25.- How much money 4 person
_makes is not very |mpurlam
to us. -

26. Learnmg.aboul new and
© - different things is very
important in our family.

27. Nobaby in our family s active
.in sporls Littie Lc.ague bowling,
- ete..

persanal prublyms.

33, Family members hardly ever
lose therr lcmpurs

34. We come and go as we want to
inour family.

35. We believe 1 competition and
“may the best man win."

3b. We are not that interested n
cultural activities,

37.°We ulien go to muvies, sports
esents, camping, etc.

38, We doun't behcve in heaven or
hell.

39. Being un ume is very important
in our family.

40. There are set ways of doing
things at home.

41, We rarcly voluntcer when
_sumcthing has'to bc done at
. ‘home.
42, If we feel like doing sumething
on the spur of the moment we
" often just pick up and go.

.43, Farmly members often’

criticize each other.

44. There is vcry little privacy in
- our farnily.

45. We always strive 10 do things
. just a little better the next
time.

46. We rarely have mlclkcmah
discussions.

47. Everyone in our famlly hasa.
hobby or two.

48. Family members have strict
ideas about what is nghl
-and wrong.

49, Peup|c change lherr minds
often in our family.

50. There is a strong cmphasts on
- following rules in our family.

51. ‘Family members really back
- edach other up.
52. Sumcone usually gets up>ul |f
you complain in our tarmily.

53. Family members wmeumu hit
each uther.
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54.
55.

56.

57

- 59,

60.

61.

62.

63.

64,

65.
66.

‘67.

68..

69.
70

71.

Fanuly numhgrs almu',l
always rely on themselves
when 4 problem comes up.

Family members rarely worry
sbout job prumotions, school *
grades, etc.

Someone in our family plays
a musical instrument.-

Family members are not
very invulved in recreational
activities outside work or
school.

. We believe there are sume”

things you just have 10 tdhe
on faith.

Family members make sure -
their rooms are neat.
v

Everyone has an equal say in
family decisions.

_There is very little group spirit |

“in our family.

Money and paying bilis is
openly ulked aboul In our
family.

If there's a disagreemenl in
our family, we try hard 1o
smooth things over and heep
the peace.’

Family members slrongly
encourage each other 1o stand
up for their rights.

In our family, we don't try
" that hard 10 succeed.

Famity members oflen LU 1o -
lhe library.

Family members sonictimes
attend courses of take lessuns
for some hubby or interest
{outside of-school). :

In our family each person hag
different ideas about what'is
nghl and ‘wrong.

Each person's duties are clearly
_defined in our family.

We can do whatever we want
to in our family. ’

‘We really get along well with

each other.

79.
- carefully in our family.

80,

72.
73

- 74

. 75.

76.

77.

78.

We are usually careful about
what we say to cach other,

Family members often try-to
one-up of out-do ecach other.

11's hard 1o be by yourself
without hurting sumcone’s
feelings in our household.

“Work before play’ is the rule

- in our family.

81.

84..

.82,

- 83.

Walchmg T.V.is more
important than'reading in
our family.

Family members go out a lot. .
The Bibleis a'very important-

‘book in our home.

Money is not handlcd very

Rules are prrny inflexible in
our household:

There is plcnn of time and at-
tention for everyone in our
family.

There area lot of sponlancous
discussions in our family. -

In our family, we belictge you
don't ever get any where by
raising your voice. : S
We are not really cncouragcd i
to speak up for ourselves in-’

- our family.

85.

Family members are often |
compared with others as to

. how well they are doing at

86.-

87.

90

88.

89.

-

work or school. . . i .
o

Family members really like
musm art and literature.
Our main form of entertain-
ment is watching T.V. or
listening to the radio.

Family members believe that

- if you sin you will be: punished. .

Dishes are usually done
lmmcdnalely after eating.

You can't gcl away with much

.in oy’f farmly
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. University of aneou o . - _ Family Heakh Program
Femily Social Science m‘ ) . FORM B
290 McNeal Hall N ‘ 1961
St. Paul, Minnesots . : - : © H. McCubbin
fy ooy 1 £k m a ndn - . "
Associstion of

- FRM
~  FAMILY INVENTORY OF.
RESOURCES FOR MANAGEMENT

Homllton L McCubbm Joen K Comeeu Jo A. Harkins

. . )

PURPOSE

RRM — Femily Inventory of Resources for Menegement was developed to record what social, psycho-
logical, community and financial resources families belueve they have avallable to them in the
management of family llfe S ‘ . .

' DIRECTIONS

» To complete this mventory you are asked to read the list of "Famlly Smemenu" one atatime. ln each
statement, ““family’’ means your immediate family {mother and/or father and chnldren)

Then ask yourself: “HOW WELL DOES THE STATEMENT DESCR!BE OUR FAMILY SITUATlON"' B

- Then make your decnscon by circling one of the (ollowmg

@ Nor At All — This statement does not descrube our famnly sntuatuon Thrs does not happen -
: 'in our family. :

‘ @ Mmlmally —This statement describes ourfamulv snuatuon only shghtly Our famuly may be
: like this once in a while.

' @ Moderate/y—Th:s statement descnbes our famlly sutuatnon fanrly well Ourfamuly is luke thlS
" some of the time. . :

@ Very Well —Thls statement descnbes our famlly very accurately Our famuly is _like thcs”
most of the ume . . )

- PLEASE' BEGIN— Piea;e read and record your decision-for EACH and E‘V_ERYb statement below;

- COMPUTER CODES: . IiDD OO D “GID DO D FAMID O D D D“ ' \

. .Purchased from the authors-
“University of Vinnesote

- Family Social Science
290 McNeal Hall .
St. Paul, Kirmesote.

P

‘Reproduced by permission vf.r’omA‘théi_a'uthors.‘ '



0 . A_ . ,l . ’ ) o .‘k ]28

FAMILY STATEMENTS

y We have money eommg in from our investments (such ss remsl property stocks,
bonds. etc )

2 Baing physically tired much of the tme i & problem in our tamily

3 We have 10 nag each other to get things. done

. We do'not plan too far ahead bouuu many |hmgs lul’n out to be 2 matter of
@ood or bad luck anywsy

5 Our tamily 13 as well adjusted as sny familty in this worid can be

Having only one person in the family ummg monw 18 {Or would bel | probiem in
§ our tamly

7' h seems that members of our family take sach. other for guﬁlod
. Sometimes we fee! we don't have snough c\nlvol over the direction our lives

8 are taking
9 Ccﬂnm members of our family do s the giving. while others do ol the teking 0 1 '7‘ 3 O
10 :\:;ﬁ:;::ﬁ;::::&;:t::;\; upon hnmcul suppon from welHare or omu . ‘ ] o 3 2 3| D
11 We seem 10 put oH msking decisions ’ ' L 1o } ER 2 3 |- O ] o
’12 Family merﬁb&s understand each other completely ' ’ 0. 2 E
13 Our femtly 15 under s lot of umognonil stross . ot ] 0 12 3| HG)
. -4 Meny ihmg;‘uem 10 interfere with family members being sble to share concem; h [ 1,02 3| . O :
. 15 Most of ;nc mbv;ev ao’cmdn: ire made by.only one person n our 'lmlly‘ L 0 R 2 IR OO O . i
16 There sre umes when family morribcﬁ do |h;nqs that make otfer members unheppy | 0 TS S T P C
‘n :e'::lr::c')h“ we: have more: vllncn {coids, !Iu o1c | i our family than olhev M 0 S 2. 3 “ O
» :a.g:ve:‘.nr:;: :omt.mombcrs hfve many vnponmb-lmu wh-le olherl donl 0 1' .2 3 O
13 ‘No one could be h.’ppm than our ';muly when we are quﬂhnf - o [+] 1. 2 3 C
20 s Upsetung 10 our family when things’ don't work out s planned . o v 2 3| ONE \
21 We ocpenq -Imol{ entirety. on income from |‘hmonv and or child suppor .« ] 1_'. 2 . 3 . D

. 22 Being sac of “down s a problem m our family | ) . ' - ‘ 0 2. 3 RO O -

'23 ft1s hard 10 get family members to i:bobeule with i-ch other S L [} 1 A 3

oju|ojo|p|o|u|njo|o|o|o|o|olo|s|o|o|ojo|o|o|o|o|al

24 It out famity has any faufts. we sre not aware of them T » : oA 2. 3 .
25 We depend aimost nnllr;cly on social securnity retiremient income o BT 0 12y 3 O
Many times we feci we have littie influence over the things that happentous - | "0 -1 2 3. O
‘We 'have the same. pvoblems over anu over—we donl mm to leamn 'rom past’ . .
. mistakes. 0 T2 3 g

28 Oné or more working mcrnbou of our !u'mnly are presently unempioyed

O
ajojolal|

29 There sre '\hmg; at'home we nesd 1o do that we ‘'don’t seem 1o get dope . 0 L 2 3.

ol ol lojn|o

0. We fee! our family 15 8 ;I!'flcl 'iucciu

0o

31 We own lang. or property besides our place of residence R N B | 2 3’ O

‘ We seem 10 be 30 invoived with work lhd of u:hool lcuvmn that we don't wend - . M

32 gnough ume together as » family- 0 102 3.h — C

33 We own {are buying) » homo.(lmqle famity, condormmum .ldwnhouu o) . . o ) 12 3 D AO .
There are mes when we.do not lul s grest ded! of love sno l".chon for -~ ° 3 2 ] R O

M each other-

3194
~ aAA
- elgHn
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i 8 ciose reistive were heving hinancis! problemns we fee! we couid

&7

2832 |B|R|2|2

3s
3% stford 1o help them out - 3 O
38 Frends seem 1o enjoy coming 1o our house for visits 0. 2 3 o O
37 We fesl we have » good retirement income program 0 23 O 0 '
3 When we make plumma;c simost certain we can meke them work 1] -2 ‘3 - O
30 in our family we understand whan heip we can sxpect from sech othar’ 0 2 3 0.0
40 Wae seem 10 have liftis or no probiem paying our bills on time . 0 2 k] O O~
41 Our relatives seem 10 taks from s, but give Intle in rewm 0 2 3 O O
42 We would have no problem getting a loan at a bank i .we wanied one o 2 . 3 O D .
o z;dt:'cl’:gornu mough monsy on.hmd 10 cover small unexpecied expansas . 0 P a ] D O
44 When we facs » problem. we look a1 the good and bad of esch possible solution ] 2 3 O O
:'s‘.r.z::’::"::.:',‘.'::::’.:::"::;::'":.'.'".:;L";.:::";?,""' goodempermbeett 1o 1 2 3|0 O
46 No matter what hlppcnl to u: we try 10 look at the bnght side of tinngs 0 2 3 D O
We fosl we are lr;Ie to go om 0 ost’ occulonally wnhom humng our budgct ' ‘0 2 3 . [:’ ’ O g
) 48 Wetryto lup in.touch .with our rtlmvﬂ as much as pon-ble : o 2 3 . O o C
49 1 sesms that'we need more lite nmuunco than we have ; 0 2 3 g - O
50. in our family nis ohv for mmbcrs 10 show our positive’ anmgl about * ) r_]',
50 sach other. \ 0 2 3 o .0 -
5" :v.:)::‘;:r.cr: :::cle] 10 mne financisl, conmbuuom toa qood cause mndv ¥ -Q ) 9 3 D O .
52 We sesm 10 be happier with our lives than ‘many families we know o .0 2 3 . D B O "
53 &u:m:::y for farmily members 1o sxpress sadness bv crvmg even in 1vonl 0 2 3 . D O i
5 :’Ir::-or;:e"nnd wmnh-no that can't bc ponponcd we have money in uv-ngs o rs ;.. O D
.55 . We discuss our dectsions with other family members before carrying them out . 0 . 2’ 3 '.D O o
‘56 Our relativeis: are w-lhng 1o Iisten 10 our: problcml ’ 0 2.3 O : .
57 :/;.?r:rv:‘:z:gyl.:g; v;:o\g)ould cover a large unnpocud bull (10: home. auto o 2 3 O D
58 We get prest mm-a:onrwhcn we can Mlp one anothar in our !pm-lv ] 2 3 N O .
‘59 In our hrnily_w.c feel 118 imporant to uvi, for the future ’ ‘0 2 3 ; D C e
0 The warking members of-our family séem 10 be respectéd by their co-workers, 0 2 ~a3 | O , O
& gec:::'e “wrmon checks knowing !hcre wasn't: cnough momy in the sccount = 0 2 : 3 O ‘ D ' :
‘[‘M members of our family rowicl one another ‘o '2.. 23 O O
We save ouf extra spending money for special things 0 2 3 O N O
:L?chln%o::g‘c:.!'lg:‘lel' ocfr main breadwinner I:m tus her job. (sihe 0 - 2 3 O . T : .
Members of our family are cn:ouug'Qd 10 have their own interests and abilites 0. 2,3 . O O
- Our reistives do and say things 10 make us fee! spprecisted o 2 43 O L .
The members of 6ur family sre known 10-be good citizens and neghbors 0 2- .3 O 2
We make an affori 10 help our relatives when we can ' ] T2 3 0.
We fos) we are financislly better. off now than we ware 5 years #go’ 0 2 .37

qj
)
'F8

saacéo
31?} o
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APPENDIX G
VARIABLES
Demogragh1c | ,. B RN N
.'FFI 20 effect CF on mar1ta1 re]at1onsh1p | o
FFI 21 effect CF on s1b]1ngs \
: age
-ethnic

" number of Tive ch11dren I S .
“information on ‘all ch11dren (child one, child two,: child three,
~ child four) ‘ L : - :
‘ age 1st child
©sex -
b1o]og1cal child
‘not biological -
living at" home
-deceased - . ; : ‘
. years deceased 3 .
“child 1 with CF T
~ " how long CF = > )
"~ other health problemsl_s L
if.so -"what 4,'5
. severity of. CF - S
.,*days hosp. with CF in 1ast 12 months.
. primary care giver - - v
other.help with care
-. CF's cooperat1on with treatment
other handicaps in “family
physical health respondent _ o - o
- mental health respondent o » R o
- .. education of respondent . ' o ﬁ%;f"
.~ Y whether employed, part/fu11/non
"~ nature of occupatlon :
- income ‘bracket - ‘
number of househo1d moyes Jast 2 years
* " number of years -in present res1dents :
" number of bedrooms in home :
“own-the residence? :
- number people living in res1dence
- number miles from Edmonton. S , I
- does CF attend school? - . - L Sy
. number of days CF absent/schoo] T D
CF does .not attend school:
school cooperat1on re CF .
part1c1pated 1n prev1ous research



137

health care contacts (used, most used, main emotional support)

minister used

minister most used

‘minister main emotional- support
famlly doctor used

- family doctor most used ‘

. family doctor main emotional support
school teacher used. v
- school teacher most used _
"school teacher main emot1ona1 support
CF clinic doctor used. : S
- CF-clinic doctor most used - T
CF clinic doctor main emot1ona1 support ,
psychologist used: : o . -
‘psychologist most used . ) S o
" psychologist main emot1ona1 support -
nurse used o , -
" nurse most used
nurse main emotional. support
family. counse]ler used .
family counsellor most used
‘ family counsellor main emot1ona1 support
physiotherapist ‘used
. physiotherapist most used
: physiotherapist main emot1ona1 support
--social worker used . . . '
social worker most used
social worker: ma1n emot1ona] support "
~+ dietician used )
‘dietician most- used - : :
~+dietician main emot1ona1 support ' L R
_ phannac1st used . o ' S
’ pharmac1st most used :
. - . pharmacist main emot1ona1 support L
e " inhalation therapist-used . o
inhalation therapist most used - :
_ inhalation therapist main- emot1ona1 support ,
~‘genetetic counsellor used .
genetetic counsellor most used
genetet1c counse]]or ma1n emot1ona] support

1-2, : Fan11y Funct1on1ng Index Scores a

3. FES Var1ab1es

Cohes1on v 0 AR
,Expressiveness.ft SR . IR
‘Conflict s ECT
Independence -

““Achievement or1entat1oh S .
Wnte]]ectual cu]tura] or1entat1on A



Active-recreational orientation

Moral-religious emphasis L -,
Organization 2 N
Control

- FIRM Variables = = .|

138

JAvSoc1a1 Des1rab1]1ty . X

Fami]yﬂStrengthé I: Esteem & Commun1cation
Family-Strengths II: Mastery & Health -

. Extended Family Social Support

Financial Well-being
Sources ‘of Financial Support

3
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3
}‘_\3; P

RESPONDENTS' COMMENTS 'AND CONCERNS

. HEALTH CARE AND OTHER SYSTEMS

- P]eased w1th care rece1ved at the CF C11n1c

- Nant more ‘d1rect 1nformat1on from doctors regard1ng CF members
progress ' :

'-,fwant doctors to be .more open ‘about - CF member 3 cond1t1on and to
: .relay that information "in ‘understandable 1anguage o} that parent
;. does. not leave more worried than before . :

:-,.More doctors 1n th1s area need to be better 1nfonmed about CF

e B]ue Cross shou]d fu]]y cover. CF members over the age of 18.
.-'nGovernment shou]d take over fu11 medwca] expenses for CF.
"-H.Need for a Ch1]dren s Hosp1ta1 Hin Edmonton ’

- That the traumatlc exper1ence of hosp1ta112at1on will not “be
‘ ‘necessary when CF member is hospitalized. - : S o
blv-“'Unt1] staff at Clinic rea]]y know - the fam11y s financial and

: lphys1ca1 s1tuat1on, they shou]d ho1d off pressur1ng a parent :

- 'Nanted more contact w1th other CF parents

- Hope that CF member does not get s1ck enough to go - to hosp1ta1.
: i .

: ,-,_Feel 11ke an outs1der at the busy C11n1c.;

Co- ”Found great strength and support from other CF fam1]1es

’

- Concerned about : adJustment in start1ng schoo] and how ogher ch11dren
~ will react to CFe. . AR ‘ : :

. WOrry about CF member S fa1]ure 1n schoo].

' f— How the pub11c reacts to CF - pub11c is poorly 1nformed

'FHYSICAL-HEALTHfI:»' Bt O L

- Life expectancy.?

- GettinngF members;to taEe,pif]s,_?j’,_;* ol ."7{""” ';;,4



£y

o oam

' Ne1ght ga1n concern, day ~-to-day hea1th

‘D1et coping w1th Junk food number of p1115 for snacks,_etc.

CF's . phys1ca1 cond1t1on 1ater, how 1ong w11]¥“1t‘remarn good when———~
| w111 it become severe? : _ ‘

EMOTIONAL HEALTH =~

Norry about CF member cop1ng when they 1eave home S “'~ e

Concern about future hea]th and menta] we]]-be1ng

. Norry about one CF member be1ng affected more than the other CF

member

Concern about whether the CF member has any anx1ety about death

'fear of raising the subJect
'Depress1on being hard to dea] w1th in CF member
-Fee11ngs of he]plessness . | |

"Having  a CF has enab]ed better coplng w1th stress through be1ngg _

.. strong for the CF member.

'fw11] CF member ever have own’ ch11dren7‘ wi11 a CF,son*behab1e to .
father ch11dren? : SR '

Concern that appropr1ate vocat1ona1 gu1dance be g1ven to enab]e CF
member to pursue a su1tab1e Job - :

’RESEARCH -

What is the progress of current research’ Des1re for more research

- to help ch11dren 1ead 1onger and more: natura] Tives..

‘LLook1ng for reassurance that research w111 g0, further want1ng
<510nger lives for CF members:. R T

More stud1es on. young adu]t CF members needed.,sf

Compare how fam111es used to. be before CF w1th how they are now with :
CF. . : . . -



© APPENDIX I:

".Co'mpar‘iso‘n of .S‘trdcture-'-Orie‘nted ‘Typo'logiy
- (Moos & Moos, 1976). and CF FamiTies
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(‘O\Sl LTlNG PS\ CHOLOGISTS PRESS lNC .

577 COLLEGE AVENUE
PALO ALTO, CALIFORNIA 94306

1 s

_nté.,Barb ra heatley
- Dept. of r‘ar‘ﬂv Studies

- 871 General ' lervices _Juﬂdﬂng B Y
' _”he niversity of ‘lberta Lo e

B dronton,"vanada T6a 2”8

In rcsponse lo \our requesl of H'El!‘\ll 25{ l‘ 83 : permrssron is he

rcb) granlcd you ro L

1nc1ude 2 coc" oi' trie"FI3 Torm '-? in the a*ﬁerdlx of vour o
- dissertaticn. This permission als *ernlts you to have the _
cotx there whe'l your. ugssartat;on is *ut on ’*1crof-lm

"-subjccl to the follomng reslncnons :

..

‘, (a) An\ malena] used musl contaxn the fol]ovung credn hncs

4

’ . “Reproduced- b\irzgcxa-l\pgrmrssron "of ‘the: Pubhsher Consultmg PS\chologrsts Press Q // R

 Inc.. Palo Alto€A 94306\\ T
oy

u

 froy P L
. / / / A ] >(Pu¥ncmno 3 } » }, ;

(Z/jp)'righr' e

b ! )
5 j / ] / / (ay«or) / / /

i'Funhcr reproducuon s prohrbncd wnhoul ‘the Pubhshcrs consem
. n :

. .
AR

’ ,(b) N‘onc of the malena]s mav bc sold or uscd for purposes olher than thosc mennoncd above S

(c) Onc copy of any malerral reproduced mll bc scm 10 the Publlshcr

6

(d) Pa\mcnl of a rep\rloducuon fce of : o
L i : TEI 'AIV.JD

- ,_:Pleise remit, w'itlrou't‘furth.érr'rrot.icle and mail to -rﬁ)"»s_rtieht'idn'. - '

.CONSULT]NG PSYCHOLOG]STS PRESS INC

FERERE O DR

B ‘ ?:v.«a " o Date e

//’%mlssrons Edrlor



' Lm UNIVERSITY OF MINNESOTA
‘ TWIN cmes - - |
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Family Social Science
290 McNeal Hall

1. 1985 Buford Avenue

St..Paul;Minnesota 55108 r
(6]2)373-1578 \

2 A
a "
 May 18, 1983. o ,

~f Barbara Wbeatley, B. Sc .
Department of Family " Studies :
. 801 General Services Building

Unlver51ty of Alberta
,Edmonton Alberta .T6G . 2M8
."CANADAr s '

Dear Ms. Wheatley

In response to your letter of Aprll 25th l'amuﬁleased'to
give you  permission. to ‘include FIRM: Famlly Inventory of .
Resources for Management in the appendlx of- your,master‘s

the51s.

P

I% T can be of any further a551stance please'feel free~to“

4‘wr1te or call

Slncer ly,

milton I. McCubbln .
.rofessor and Head

HIM sr j

& =T //<}0 Qwusw-



