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A?stract . z* 'J.f S S

The present study examined a self help group comprised

of famjiies who are learning to'deal with the day to day

-

¥

living foilowing traumatic head injury in one of its‘mi‘f 9{_;
rbér The injUred ihdividual goes through a wide variety mﬂ

share common expefdgnces W1th each other. prov1de support
K }nformation understandfhgw and encouragement .
éonsequently, managing a unique and»often confusing |
disab1|1i§ can be. ﬁac111tated i;»u fuw i' R

§ Through partic1pan¢ observation and 1nterv1ew
irocedures such a grohp was studied OVer an eight month

“"fperiod Stake s (1967) model of groUp evaluation prov1ded

i;the basis for the anaiys1s The researcher attended group

_Zmeetings and participated in community publsc*awareness

”:ﬁ_event' v A well family members and 1n1t1a1 founders of. the'fmﬁ

group wene?interviewed ot was anticipated that thas wouldlﬁ.ﬁ

e

e

provide the opportunity to gain a good understanding of the

group S. practices and ongoing process V1a this exploratoryi_k

- studyl;a number of hypotheses were then formulated




s . r )
" The descriptive results clearly revealed the Teasons

behind the need to initiabe this group It was indiCated
'*that the primary“reason fOr beginniqg the group was support

““There were a variety of secondary needs lncludlng 1ncreased

. public awareness, and the desire to obtain. facilities L

ffa_necessary for the rehabilitation of brain injured persons

.wActive members felY‘strongly about getting their needs met ‘

in terms of giving and getting 3upport feeling a sense-oi o

pride and, accomplishment with the success of ipe group. end
hav1ng a centralized place to go to for information '
» /ihree thedries of recovery are described with
\*?pa:ticular a,tention paid to the theory ‘of fdnctional _
‘niadaptation Family members of the self help grpup can

-

ﬂ\utilize the 1deas presented 1n Functional adaptation with .

:sthe goal.of amelioration in mind.  This type of tntervention )

has the most potential and allows - family members to get

actively 1nvolved in the anUPed Jndiv1dual s rehabilitation -

process - In addition. recommendgkions for further research
'and 1mplications for rehabilitation and counselling are

.i;prov1ded Lk B S SRS

~ : . . . .-
‘E - - . - ’ ’ )

A

S



\ Aéknowledgements '

1 would tike to express my. sincere appreciation to Dr.

\ ' ]

'~>dohn Paterson my chairman. for his 1nvaluable gpidance and
7d1rection ‘on my dissertation and for his constant '

“encouragement and support throughout ‘my graduate program.

" To Dr.. ,Henry danzen and Dr Jim Vargo. my supervisory

3«
committee,’ thank:youkgqb your constant feedback and
. suggest;ons. and for your enthusiasm throughout this
" Project. “ .

Teany committee members, | Dr. Len Stewm and Dr.

hd B
. tL

o
o

Lorraine Wilgosh. thanK you for your helpful comments\and '
| advice. . " &mt" R ' s

To Dr Lee Handy. I apprecwated your willingness to
’ travel up from Calgary. and for your helpful suggest1ons

"Thank- you Sandi Wolfe who sparked my 1nterest and

.
-

"”jinvlovement in the area ‘of head 1nJury

: Spec1al thanks is extended to the members of NABIIS

past arid- preSent who were SO w1111ng to part101pate, to”“

i give their t1me tand Share their experiences. (1thoutwthem,'

this proJect would not have been poss1ble

Most 1mportant of all, to my husband, Shelby thanks
';for always be1ngvthere and for your constant support and
enCQUragement throughout the years 1 spent as a‘graduate |

stude‘nt‘v_’.

L

T



¥

In addition,. I would like to thank WQstern lndustria\

Research and. Training Centre and Steve Dennis for their ‘

funding and part1cular interest in this study

A
[ ] " R
:
v
L o
. K ! )
' »
. el
I8 ‘
o
, .
. » >
. ,.\%J-‘.;. 5 )
4 hd " ' .
-
; 2 C '
{ ) w ~
.. ~ -
Cy
B v
- .
" 4
. N
- :
e
' ‘
: .
vii



» \

\ Table of Contents © *
Chaptec \ s e L . Page
I Introduc?\on w, ........ .1
RS Backdround Yo the Problem ......... IS T L
o Purpose of the Study ......5{.i ...... CeeeiiilB
Stgnificance ........... e .8
Definitﬂdhs i Firieia..0
. R
, Overview ....... TR T L Led 10
"“II . Review of . the Literature ........ SRRERERRREY 1
| A, Head Injury .i\ ............. R e 11
Victim's Charaateristics ............ A
Family Character\stics G Cae e 16
Sumnary e i e e e e .. e 19
B. Self help Groups ............................... 20
”Definition and Typologye.(ﬁ.v ......... P 20;
‘wProfessionalkRelations e ,,.):.}:,.;..29
Limitatlons‘end’Potential Dangers ........... 32
SUMMAPY v i i e e e, Pt e a e, 34
C. Group Structure and Process ...........iuinn, 35“
Group Performance ............................ 37"
Cohes i veness ................................. 41
Leadership ..... DI T s S 43
A Sumll,ghy ...... TP e e ... 46
~IIL. Methodology ..]{f;.glﬁ,...;.,;ﬂ,.i ........ S .47
o _A. Theoretical Underpinnings '. T ;-.', . 47
8. Sample ... PEETTITN DR S 1,50
| C Procedures e A
_ viii



-~
o

D

-
" -
v \

e

. Dlta Al’\l]Yl‘l -o-.0¢o"‘nno'ou|o‘oolo‘sn‘o‘o'o .lo--uotnionvoss

i.\..i_T RS o =
‘.

interview SoheduTs . 1oi.. ..\ i 0 il 8T

IV, Results and Discussion .........i...ie....... N T
A, Intent " ..... .58
B. Observations ............cociiiviiiiiii, . 68
C. Contributions to the Litorature e su e .76
V. Conclusions and lnplication! e e ...78
""A.'Intent versus Observationsvf::.. ..... e 85
B. Professional Involvement .,..,.:...;.: .......... 87
.’;‘C. Recommendyt 1ons ...;..........;;;;...};.;?Q,:...ea'
0. Limitatiéns .......... e ERRSIPIT 91
E. Implications for Rehabilitation and : : '
’ Counseiling D st cer el 91
~ - F. Suggestions foriFur;her Research .f..,.f,.....;.93
VI. Referencs .,...i..,o.,;;.i;; ..... ;;ﬁd%....;fff;....94
Appendipr A B |

Appendix B

Appendix C
" Appendix. D
Appendix E

ix



_ | 1. )ntroduotion ‘
.,M;, . | Jsmnexl,fnnfe«l;;i?legfiwym-ee?e
uwmmzmm oL R

The 'consequences of a brain injury have been well’ o
| documented throughout the literature (Cartlidge & Shaw. ‘
: 198t, dennatt & Teasdale, 1981; Rosenthal Griffith Bond &
Miller. 1983) The idea that a traumatic head injury
results in diffuse brain dammge causing physical as well as .
psychological and psychosocial difficulties is now widely L
accepted. Individuals suffering from an injury exhibit many ‘
| noticeable changes in their memory,; ~“language, personality.
lmotions, and behaviors. These changes persist and: are the
.—-major factors contributing to stress for the individual and
family :embers They are all faced W}th dealing with mental
sequelae inherent in: the injury and with the challenge of
regaining a productive and suitable lifestyle '

The uniqueness of the puzzle associated with head
injury is best illustrated by the’ following quote

| If head . injured adults experieﬂbed severe thosgh \

“_: predictable deficits-as do patients with cerebralhig/
i'palsy -or only significant mental 1mpa1rment similar
.to that found_in ment;l~retardation-then there-.

would be liftle di}ficulty encountered working .
.‘ . through these_prohlems‘in a traditional manner.

. 'However, head injury yields an unpredictablei

Mixed,array of deficits, and there is;Qg\uay to



<ﬂ

© of the disability which f’;;her interferes w1th the |

Is

pred1ct tho typat of funotiona\ Hmit,ntiont that
muht rttﬂtm t‘ﬁWﬁh miury 1
p. 153).

Behavioral manifestationl.‘in particular. ‘arethe most
difficult to understand, predict and treat of all the
fdisorders that accompany traumat1e hoad injury. Fam111os

can often cope withophyaical disabtlity to a remarkable N

' ‘extent but severe behavioral abnormality is liable to
| ‘stretch them beyond endurance (Cartlidqe & Shaw. 1981). As
: wJ‘H. pat1ents tend to oxhibit a denia'l of the” connequmou

IR

i

adjustment process
. The rebuildﬁng of life after psychic shock is an’ ‘active

process that 1nvolves one’ 8 whole'horld particularly within
the family unit Bond and Brooks (1976) indicated that the -

'burden Qf'caring for the patient, which entails long term

management fa]ls‘pn the family. As- families are crucial to

tbe,pafientﬁs recoveryf they need supportﬁand encouragement

to withstand the stresses they incur. Therr'redbfion\plays,

a major.part in the adaptation of ‘the injured person

'ﬂiWalker. 1972), and their support promotesfa positive -

‘outcome in rehabilitation (Bishop, ~Epstein. &‘Ba1dwin.

'19@1) Families require assistance if they are to function

"as & positive and effective 1nfluence on. the patient s

recovéry process ]
| Changes in the injured 1nd1vidua1 affect family life

€o 1derab1y " For example. the presence of an 1rritable.

- i - ‘ -
o b ve. ‘ '
.
.

[

i

I
|
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o mentally slow, demanding. and perhaps aggressive-persontwho‘ t
cannot be left alone exceht for a short”time curbs freedbm |
"drastlcally As a result\ fam1ly members feel trapped at -
-‘*‘home and soc1ally 1solated Consequently. relat1ves may
feel host1le and resentful toward the pat1ent ‘then they may
‘gexperience gu11t feelings for hav1ng hegat1ve feel1ngs about h“
.. someone who is- d1sabTed (Rosenthal et " 1983) . ‘ffth“f?' -
"57iw*’- The need for mutuaT support among Fam1ly members,w,tt;”f‘”
‘ exchang1ng tnformat1on -and 1n$1ght§, and shar1ng burdens.
problems and soTutwons 1s becom1ng 1ncreas1ngly apparent h{:
(Newcomb 198 ) - In a study on relatlves of peopTe w1th
Alzhe1mer 8. dtsease (Lazarus, Stafford \Cooper, .Cohler,, &
DysKen, 09814 four themes emenged frem group meet1ngs,ﬁlThe “5
first” theme was that relat1ves had eXpéEtat1ons for mag1cal,g.:

recovgky rathen than a reaT1st1c acceptance of the

| - ‘md1sab1]1ty The need is to proV1de real1st1c expectat1ons

i regardlng the course of the 1Tlness The second theme was )
Tearnlng to cope w1th the afflwcted nelat1ve The thtrd was{A,
the attltude toward heaTth profess1onals, and the fourth was‘

the feel1ngs about the dTSCUSSTOﬁ group and 1ts term1nat1on ;H
The group Teaders concluded that the group Served a. vaTuabTe”“l

T'edueat1onal and support1ve role for relatives By shar1ng

m *

) }common exper1ences ahd feel1ngs, 1t re11eved some of the

2

"1solat1on and Tnnel1ness that relat1ves of bra1n damaged
T pat1ents often exper1ence ReTat1ves who part1c1pated 1n

the ‘group - became Tess abserbed with thelr fam1ly New ways
’vof cemmun)catxngNWIth.patlents-contr1butedwto.fee11ng

I s . T

g 7(.‘ " :
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&@greater control over the1r own hves s o - ,44 -
R A A support group for familtes fottow1ng the head 1n3ury B
‘ M_provides For tme opportuntty to infofm members about the.
"1nJuryOand 1ts,sequelae Exposure to others undergo1ng n
V“stm11ar expert@nces can help fam1l1es ga1n a better \
~understanding/of the problems vThey can exchange tdeas‘
"about coptng aads and manag1ng home behav1or As well, one =
e needs to f1nd a balance 1n expectattons of the p&t1ent’ K o
l capab111t1es. thereby encouragtng the patlept s 1ndependence
jwas much as ppss1ble (Mauss-Clum & Ryan. 1981) The group
jmay ass1st the fam11y and pataent Ln re- establlsh1ng a role 2
“conststent w1th the’ pre 1nJury fam1ly model a1d1ng fam1ly
members in- understandtng the nature of the patlent s
degtc1ts and methods of allev1at1ng potent1al confl1cts
‘t;w1th1n fam1ty 1nteract1ons, ‘and providing a supporttve'-\'
n\;m111eu where the pattent may regain self esteem and the
“Aabtltty to verbaltze fear and anx1et;es The focus of n
'“Wschange 1s d1rected toward cohe51on decrease in conf%1ct
| ‘better understand1ng, emot1onal support, expre531on of | /
i 'fee11ngs decreased gu1lt, and. 1ncreased commun1catton ﬂ--//<
| effect1veness (Gust 1979) Lezak (1978) suggested the //A
tmportanoe of helptng fam111es readJust thetr expedtat1onst
\w*prov1d1ng pract1ca1 management ‘and advice,” and most ‘: /‘
1mportant]y.,as they are: the key link to the 1nJured person
it is 1nportant to focus energy on ma1nta1n,ng thetr own ‘

wel] be1ng, and alerttng famlly members to thetr own needs

NS




¥, | Clinﬂcal exper1end§ suggests that patlents w1th strong
/-

famrly ‘support progresé further than those lacklng fam1ly ’
involvement (Mauss Clum & Ryan. 1981) .

,_rs/ EHEEQ&E of Ihﬂ study

Includtng fam111es
1n planntng acute and long term care for patlents can have a

51gn1ficant Impact on the recovery process. and can
facil1tate_the adJustment period.

&

In part\cu]ar. there is a
need for 1nformation'and support following.discharge~from
!

.o

|
: I

the hospltal when the fam1ly resumes respons1b1l1ty and care
for the . pat1ent |

Current studies. wh1ch have exam1ned the effects of a-

head 1nJury have Begun to recognize the strain. put on’ the'“’ﬁ>'7
fam1ly (Karpman WOtfe & Vargo. in press, Lezak

There is .an awarenes

1978 ) o

that as the pat1ent goes throug
w1de varlety of chang s, the fam1ly ‘needs to learn to
h and adjust to the new

,1tuat1on However, there 15‘11

1nd1cat1on of . tak1ng the step of worKing with the famt y

McK1nlay, BrooKs, Bond Mart1nage. and Marshall (1981)
1nten§Té)

ed fam111es an ob‘alned a olearer 1dea of the

d1ff1cult1es, but no attémpt was made to fac1l1tate the
\adJustment process

Cleavly, .there is 3 need to offer
_ ong01ng.support for the fam1l1es of victims.

The use of peer suppdrt groups has been suggested by F.
Vargo (1984) in reLat1on t% sp1na] cord 1nJured maies, and-
by Karpmap WOlfe and Vargp (1n press) in reference to head

o

1nJury Most’fﬁbortantly, there is the need to study how

~
efficacious th1s'wou1d be in alleviating stress durlng the =<



'v'opportun1t1es

. [ ) } . .
r~ o o ; - 6.,

ot

process. of adaptation to dlsability Few! lf.anytoutcomea " |
‘studies have been completed S FM‘“sleﬁfw;gf{irulﬁiyw;f:;}uA

. Although self: help groups are emerging. they haVe P L
received l1ttle systemat1c study result1ng in few ke
descrlpttve or case study accounts. of a single organ1zation
(Katz. 1981), or of the effect1veness of these groups ”
(Lleberman & Borman. 1976) . There fs a need to take a .
cioser look at these groups. how they wbrh the1r patterns.
the benef1ts result1ng from %nvolvement, and thetr_;k“ }«l
lim1tat1ons There is a need to analyze the nature of
self-help groups in pract1ce (R1chardson & Goodman, 1983;

wright  (1983) mv '

*a d1st1nct1on between a disabtl1ty _

and a handicap A disab1l1ty refers to funct1onal

'l1m1tat1ons that result d1rectly from an 1mpa1rment at the”
‘level of a specific-organ or body system It is‘a medtcally K
‘_ddagnosable condltlon A handtcap results from the = "'
'1nteractton of the dtsablllty w1th the env1ronment and 1s '

frequently soc1al 1n nature. It refers to the obstacles one ?#

-encounters in the pursu1t of des1red goals ané

»

v e
’ Tode

- The . present study examined a self help group which can
be seen as a vehlcle for overcom1ng the handtcap that

- results from a closed head injury. It was delim1ted to

studying fam1ly members rather than the 1nJured persons

themselves

. McK1nlay et. al. (1981). and Oddy. Humphrey, and /
Uttley (1978) suggested that stress levels off within s1x

~ ¥
at

4



i experlenced a head 1nJury 1n one of)lts members The ma1n

o
Az
o

RN,
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e
fgy 00
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‘_‘months following the injury B It is‘durlng the lnltia] N‘J,ﬁ

” perlod that the«family goes through a transition period and:

beglns to compensate to its new sttuation ‘The intent of _

s .
e '&

\the present study was: to gather informat;on from*famtly =

.w‘

members once” the vlctim s medical cond1tion had\stabilized

UR e

The main aim was to gather tnformation on the history."h

ggorgan1zatipn nature and practices Of the group and to‘;‘

'understand the effects of the group~on lts members

The author of the pnesent study proposed to examine a i

self help group con51st1ng of fam1l1es who have recently

iﬁfs purpose was to ga1n a clear understand1ng of a self help

'group More spe01f1cally,

e focus was to f1nd out about

ansactlons, and the

\

;.the or1g1ns. the early h1storyf

“group’ § effects on fam11Y members Fo\low1ng from this

‘data. a number of post hoc hypotheses were ormulated This: = &

group already ex1sted 1n the commun1ty No acti o
lntervent1ons were made by the researcher, rather the*gsoup )
‘was stud1ed in its present form. i ’.fi . : ’r-'s\\$§\\\ﬁﬁ
Through observation and in- depth 1nterv1ew1ng . {' |
procedures.lthe follow1ng research quest1ons were addressed
?lf What was the -initial intent of the group7 qu%d;d the .f
tfounders gEt ‘the group started° What-were they,hopingh
to achieve'7 ' , oo ‘17 SRR ,J' ;“ L
2. vOnce*the group was started what was. the nature and |

,. practtces of ‘the” meettngs\

3. Can a group offering advice and support fac1l1tate thelgf

a

u' N
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the issues related te head injury? y o
In addition to physicalﬁdisabllity. victlms of head
injury suffer from severe changes in their cognitive. 'ﬁ

commun{cat1be emot1onal, and behavioral abiltties

(Rosenbaum k NaJenson 1976) There is; ‘a consensus that'the N

personal1ty changes reported by relatives are certalnly

|
@nough to cause dlstress 1n the fam1ly (Brooks & MoKinlay,

A“ﬁg1983 LezaK, 1978 McK1nlay et al., 1981) The importance -

‘of these changes as a source of stress strongly suggests the"';

need for ass1stance as part of the routlne after care of

~ head 1nJured patients to fac1l1tate a satlsfying and healthy~
r*“;\adJustment (Goethe & Lewin, 1984 Oddy, Humphrey. & Uttley.

;{978) As Brooks and McKinlay (1983) concluded "one of the

”Vma1n thrusts of rehab1lvtat1on effort should be d1rected

'u towards the famlly at least as much a§’ towards the patient"

(p 343). The ultimate goal is to enable fam1ly meMbers to“
Q;funct1on effect1vely whlle prov1d1ng the most suitable care

for the. patlent

The 1ntentlon of the preSent study was to provide a

| greater understandlng of the’ process and funct1ons of a’

support group The study allowed the researcher to 1dent1fy '

and determ1ne the ways 1n which family members can benefit f
from a support group exper1ence wh1ch ‘may help them to. '

cont1nue functfon1ng as a healthy fam1ly unit while . o

.....
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provid@pg enoeuragementwfor lnjured‘f

thelr fullest potential By examinlng h f the ‘group.: first
e st%rted and its. effects onsmembers, thtslstudy contributes ‘;
15‘, to¢the knowledge of praf ssionals lnvolved_with famllles who.

are ooping with head

ljury and for those w”o are involved :
@f wlth a self help grfoup. It may also fill a‘lprge gap in the;d;*

| ex1st1ng llterature on the nature of selfvhelp groups and di “

| allow one to learn morevabout how they affect their members &f‘»

| s well it ls heped that this study ccan be used i, a.wf;(*

o guide Any person or group of people who are 1nterested 1nf
i{:j startlng up a self help group of any kind may chose” to i

follow the lead presented by NABIIS ; ;o '.; ; wﬁﬁ 1 lm

Closed head injury - nonm1ss1le 1nJury 1n which sudden ft

~.

u'acceleratlon or decelerat1on is’ the pr1mary traumat1c force“w-

(Goethe & Levin, 1984), a def1n1te blow o the head

resultlng in altered consc1ousness (dqpnett & TeasdaJe,.
1981) "'-3»;. S . ?.‘,_ ) \ } p

W W &

jfse{f help group = voluntary. small group structure of peers:

ﬁﬁhgttome together for mutual ass1stance in satlsfy1ng a.

y; ;@mmon need, overcomlng a cornmon hand1cap or life d1srupt1ng
R L
o problem. and brrng1ng about des&red soc1alaor personal

] e

£ S
"

 :§_’ change (Katz & Bender. 1976). "«
: Aédjustment - the organ1sm s ability to carry on: those
transactions WIth the env1ronment wh1ch results .in 1ts

’mainta1ntngk grow1ng, and flourishing...'connotes~f1tness,3‘_’_

¥ . AT
& s
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. deallng wtth one s phystdal and soctal environments
| Effectiveness - adeQuate to accomplish 8 purpose. produce o

ﬁd:ﬁtntended or ‘expected results. For the present study. thiS',

t}'~used to carry out the study is outlwned in. chapter three

wild assume effectiveness as perceived by the indtvldual

N

.- S '
) R " " ” .

. A l1terature rev1ew on three areas whlch the authorlkjﬁ

ffelt were relevant to this study are reflected 1n the
following chapter The charactertst1cs and consequences of

5;a head 1nJury. the role and use of -self- help groups and
_group structure and process are dtscussed The methodology

»3

i!‘In chapter four, the,. results from the 1nterv1ews and

".fobservattons are reported Chapter f1ve covers the

, °°“°‘U510n5 and lmp]lcatlons wh1ch can be der1ved from the’”w

'research
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- Head injuries constitute a major health problem many
nations throughout the wor 1d (dennett & Teasdale. 1981) and
are a significant factor in one-half of 411 de¥ths related

to trauma (Friedman. 1984). The number of survivors
}suffering brain~damage resulting from a head .injury is
'steadily increasing due to improved intensive care treatment

" and advanc1ng medical technology. Annegars, Grabow.

Kurland. and Laws (1380) cited a United. States National
Health Intefv1ew Survey from 1975 which reported that there
were 4 668 head 1n)ury cases per 100,000 population.
including lacerations and contusions to the: face and scalp
with these categories excluded, remaining head 1nJury cases
nJ%BGrV673 “per 100, 000 dennett 41983) indicated that~there
are about seven million haad injuries a year ahd-of theee,_‘
500 , 000 are admitted to ho pital ‘for - care In Canada. the
inc1dence of serious head/trauma is 20,000 to 30,000 people
pec 'year (Ivan, 1984). JFncidence rates may ‘vary slightly
~due to definitioh:of head trauma, criteria used, and |
classification of. case;l> e

Statistics on- the “cause of head injury vary slightly

3 with the consensus that motor vehicle aCCidents contribute

to more than half of all injuries. - In a ‘l ilation of five

ma jor studies. Apnegars et: al. (1980l and Cartlidge and o

‘Shaw (1981) found that up to 6?% are caused by road

1, )
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accidents domestic fails contribute 8 23%. ndu£\r1a1 :
accidents 5- 31%. sport and recreation 3 1% igndrdgsault

: _;2 13% The majority of head injury victims are males at an ;ii

L
'kaverage age of .25 with many years of active iife ahead of 5) Tk
o

“them (Cartlidge & Shaw; 1981; Goethe & Levin :1984; dennett
'&'Teasdale._1981' Rosenthal et. a ;4 1983) . Many will be .

permanently disabled in several areas of adult functioning
;for the rest of their lives. et :

In contrast to a penetrating injury. a closed‘h,]

;»1njury is. caused by blunt trauma acting on the brai%!;;

”whole causing w1despread and diffuse damage (Jennett &
]:lTeasdaie. 1981) The severity of the damage of the injury
'::?is based on the duration of the post- traumatic amnesta
\’Gi(PTA) PTA is the length»of time from the point of injury

until continuous memory returns. PTA. less than one hour is

cons1dered a mild~ inJury, one to 24 hours is seen @s a J—f

moderate injury, and greater than 24 hours is a severe.

injury (Jennett, 1983). In -a severeiy 1n3ured patient “the - -

duration of coma’is an importantnindicator as well. |

- For the purpose of thie}etudy, the severity-of the'head
injury uiiivnot be considered. 'Recent studieS'indicatetthat.
eveh the miidest concussion can;produce central nervous
}system damage to some degree and results in similar

lingerlng effects on-one’'s"life as does a severe injury g

‘(Dornan1 1985a, Goethe & Lev1n, 1984,‘Grlff1th, 1983)
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| | A closed head injury has a large variety of.
.consequénces for the victim which take the form not oniy of
physical disabilities, but psychologicai and emotional
difficulties as weii The disabilities produce unique and
'compiex adjustment problem;\%nd tong term difficulties in
attempting to ~cope with responsibilities in the areas, of )
home and family, work or school. and social interactions
'(WOife.‘1984) Substantiai recovery often -occurs in
vwinteliectual functions, yet overall prognosis is poor‘in
| ’that significant readjustment problems.. continue years after
‘> the injury (Miiler 1979) . Secondary personaiity and _
temotionai symptoms often develop, piacing the patient and
»famiiy under considerable stress which further interferes\

with the readJustment process (Cronholm 1972 Lishman, 1973

~0ddy, Humphrey. & Uttiey, 1978 Rosenbaum & NaJenson, 1976)‘

") The impact of the injury frequently ieads to chronic

unemployment disintegration of . the famiiy unit,’ and minimal
'friendships and social contact Of, the multiple .
consequences of head inJury. there is generai agreement that
mentai symptoms ‘are ‘the more persistent and constitute the
“’major cause’ ‘of disability (Dikmen & Reitan 1977) . ’
%Unfortunately. these defic1ts are less obv1ous than phySical

disablities, and are often not visible to others

"»Consesquently. they are difficult to perceive and understand

(Boll 1981; Ron, NaJenson & Mendelson, 1977)



14

2

In the past much more attention was given to restoring
physical functioning than to dealing with the psychological
~ and emotional consequences of head injury.x Generally.
physical deficits show great tendency to improve and even .
when they do remain, they produce fewer problems for the L
patient and the family than do mental disturbances S
According to Bond and Brooks (1976) the burden of caring for:
the injured patient falls on the family who are required to
| cope with something about which they have" little .-o?
"”-information As a result family tensions are high and?the
injured patient may be rejected In a study done by Hpay
(l97l). it»was found that two to five years after the
“injury, 64% of patients had recovered from physical“ |
sequelae However. when physical ‘and psychological sequelae '
were combined only 24% were considered to have completely

\ B
recovéred. )

' Numerous studies have explored the changes m:ich result ~
;_from a head injury. Individuals often _undergo ;
-characterological changes which may result in their becoming
unpredictable disapp01nt1ng. and Significantly different

from before the inJury Some of the personality. emotional

and behavioral changes includg agitation irritability.

‘ aggressiveness, restlesness, depres51on apafﬁy. chronic .
danxiety, stubborness “hostility, emotional regression. and
pathological laughter (Bond:, 1975 Griffith, 1983; Lishman.
1873; Mauss-Clum & Ryan. 1981 McKinlay et.al., 1981; .\

Miller.~1979: Rinehart. 1973; Ihomsen 1974 Tobis; Pure, &

'V;" B R LR B T S e L I BT A U T :‘;';‘_‘:—“.LL'«...-Z:;.',;‘.‘T..' S PTTE
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Sheridan. 1982l For adoleacenta. losa of ambition is a

mejor factor (Blazyk. 1983). In addition. Romano (1974)
found impaireme ts in social judgment.,memory defigits, poor
attention apanjpand inappropriatevaffect. Lezak (1978)

conceptualized characterological alterations into five

E categories a)impaired capacity for social perceptiveness,

"aelf reguletion. e.g. impulsivity. c)atimul*s-bound

'e g. self centeredness b)impaired capacity|for. control and

T

) behavior e.g. social dependency. d)emotional alterations

' .e.g. spathy, silliness, lability} and, e)inability to profit

from experience. Dornan (1985b) sugested the damage results

.'in changes in four areas: personality. alterations in

behavior and emotional"stability.‘intellectuaf‘impairment'
and cognitive disability. and disorders in mood and
thinking As a result. secondary consequences include
psychosocial chenge. family. social, ‘and economic
disruption. T e / -

. : ‘ A TN : ! .
Cognitive deficits which persist long afteg physical

‘recovery affect many areas including language. attention,

'conoentration memory, learning, "and problem olv1ng (Boll

1981) Psychiatric sequelae such as post trauma neuros1s.
hysteria and psychoses (including dementia/delirium, J‘

schizophrenia endogenous depression. and manic states) are -

“; common (Cartlidge & Shaw, 1881). Lastly, Wictims have
\:difficulty in activities in:daily ‘1iving (cheny. 1983)
:They may be unable to prac&ice basic skills 1n self "care

'such as feeding, dressing. and hygiene More commonly 8

. r ~ ’

-~



_affected are advanced Tiving. tktlla requirad fcr 1ndcpendsn\
1iving such as coMMuntcatdcn akttla hcma livtng sktlll

(@. g. meal planning and 1aundry). tine nnnagament and

" financial management “ |

M . Only recently have rehabtlitatton practttioners begun
‘“"ﬁto““"move away from dealing primarily with the head injured
person and. toward focusing on the" family unit to allow t,
famtly membe‘s to learn to adjust to the cnaractertsttcs
associated with the Anjury. Changes 1n the tnjured person d
| create an unsettled atmosphere within the family resulting

in changes in many aspects of family members lives. Famtly

.A,attitudes ‘may take on a pathologtcal form wtth dental of - the B

’“gﬁjmember with mu1t1ple fmpa1rments

ser iousness of the 1n3ury and inabiltty to accept ‘the fact
that further recovery ‘is unlikely (Bond & Brooks, 1976)
The fam11y needs to learn to ad just and accommodate to’ the VT
Dornan (1985a) believed that following a head 1njury
the strain- upon the emotions of relatives extends on a
'coqtinuumﬂthrough the various stages of recovery. Stagew{;g"
the acute. stage causes constderable stress and anxiety
concerning’ the prognosis. Helplessness frustration, and ‘
\grief are experfenced Stage 11, the subacute stage is when o
it becomes apparent the pat1ent wxll survive but questions

arise about at what level the patient will,exdst : Stage III

is the rehabi]1tation stage. ,Familyhmembers hoped for_scme}'»'

PR



"degree of restoration'totphysical ‘1ntellectual and
) emotwonal normality and a return of the perSOnallty that
existed~before the 1njury occurred.; The fam1ly 1s prepared )

- to. understand the naturenof any permanent d1sabil1ty l1Kely

to pers1st § , IVH1s Qhe re1ntegrat1on stage“ For. sometg

Y.
‘retntegrat1on i to commun1ty l1fe may not be p0551ble
Others may be d1scharged to the care of the fam1ly or’ to
llve 1ndependently e -

In response to the changes. fam1ly members experlence
phases of den1al, anger 'remorse’ grlef frustrat1on A _
d1sappolntment, and depresswon (Gust 1979 Mauss Clum & ;lﬁt
Ryan 1981) One of the most dedast1ng long term effects'
upon the famlly system is the d15rupt1on of ex1st1ng roles
Fam1ly members become caretakers and are preoccup1ed w1th

meettng the needs of the pat1ent (Blazyk 1983)

' Lezak ﬁ1978) found that fam1ly members felt trapped and
tied down Often 1nd1v1dual 1nterests and personal needs.
became submerged by the needs and demands of the 1n3ured 5_
person S As- well famtl1es felt 1solated and often abandoned;:
by thelr extended fam%lyw “In add1t1on, it was suggested |
that there are spe01al problems related to a marr1age
“Wives of braxn 1n3ured husbands were try1ng to. flght oﬁf

frustrat1on disappowntment fat1gue. and depress1on =yAr’ '

spouse lives 1n a soc1al l1mbo f1tt1ng ne1ther*W1th couples'

‘-v nor s1ngles.vbut becanes a s1ngle sbouse The spouse cannotv

'eve properly : Although a mate is- lost there

m

has not been a death Nor can: the spouse obta1n a d1vorce o

. o



| responsibility and QUilt contribute to a reluctance to
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»With dignity or in good consCience as feelings of

.leaVing i The spouse s sexual and affectional needs can be

‘rarely satisfy their spouse s needs

u‘wtfrustrated Many brain injured personsigg,not have the full

‘‘‘‘‘

) capacity for interpersonal senSlthlty and therefore can -

As a result of the losses suffered by a head &nﬁbred

patiemt a partial death can occur. Since the recovery

process is uncertafh feelings of partial deathacan continue

' L

"for years This grieVing process has been termed mobile -

mourning (Rosenthal & Muir, 1983) ' Family members are.

5_uncertain -as to what to. mourn because the permanence of the -

,,,,,

“losses in phy\mcal and mental functions is utilear

In a study where relatives were interVie ed and

’ administered rating scales at three, six, and 12 months -post

\-f('

yinJury. seven categories appeared as the most common changes

) . . )i '
>17which led - to stress (McKinlay et al., 1981). The most‘

ffrequently reported changes were emotional ‘poor memory. and

'subJective symptoms such as slowness and tiredness ‘ These .

7”were followed by~changes in language, dependence, disturbed
'ybehaVior, and physical disability In'response'tO’these

'Mfindings rehabilitation has shifted. to emphaSize emotional)

,and soc1al factors in the quality of the patient’s life ‘

after head trauma (Goethe & LeVin, 1984) '3

Recent studies have reported that two thirds of

8"

‘relatives of head inJured indiViduals reqUired treatnent

H

vwith-traanilizers-or sleeping‘pills. Over 50% felt theyii

K
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received insuffi01ent 1nformation regard1ng progn031s and
R

expectation of what was. to come. and mental and personalityr
changes resujted in more stress than physica\ dlsab1lit1es
(Pantinqwfygjrry, 1972) In a study conducted by Rosenbaum'
and R?Uenson (1976), it was fouhd that wives of bra1n |
1ngured persons were more‘affected by their spouse s injury‘
than wiyes of paraplegics  The wives of head inJured
husbands descr1bed them as be1ng more dependent ch1ld1sh
©. self- orﬂented and demand1ng They d1d not share in running
“dll the household or in car1ng for the ch1ldren It was
1nd1cated that éhslr d1sab111ty was a s001a1 handicap -
resdlting in a sense. of 1solat1on, lonel1ness, and symptomsg
of low mood and depress1on for the wives. Through in< depth
,1nterv1ew procedures, it was found that parents become very
' 1nvolved and expended a substant1al amount of t1me and |
energy to thevrecovery process' Issues of concern 1nc1uded;'

~ financial problems, overprotect1veness, and l1tt1e time for

themse]ves (Karpman WOlfe & Vargo. in press)
. : \ B

| Ev1dence obta1ned from 1nterv1ews and rat1ngs by

rre)a\1ves and tra1ned observers: shows. that’ emot1onal and )
[’/ behav1ora1 d1sturbances after head 1nJury great]y affect the
. person s overall functlon1ng in the fam11y and in soc1ety
jVThe ma1n burdens for relatives are caused by the 1n3ured

person’ s re51dual physical and emot1onal def1c1ts, and - by

v secondary alterat1ons ,of 1nterpersonal relat1ons, famtly

¢
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. income, work patterns and social activities.. Recovery frOm

injury is a drawn out and continuous process that produces.

- different K1nds of stresses on the v#ctIm and family over a :

hﬁlong per1od of ‘time (Bond 1983)

~

-

B. Self-help Groups

L 4

development in the provision of

social care'ts an enormous growth in both the number and:
Variety of mUtual#aid organizations 1n recent years, mor; .
and more, people have come to recognize the value of gett1ng
.together w1th other people with whom* they share a common
problem Through mutua) e;perience. they are d1scovering
additional and alternat1ve ways " of cop1ngﬁﬁ1th both normal
and unusual cr1ses in themr l1ves (Katz 1981; R1chardson &
tGoodman,'1983 S1lverman, 1980) . Th1s is espec1a1ly cruclal

“for those who do not have a natura. support system (Hirsh,

20

hd

e

1980) The self help and mutual aid movement is a response—-‘

to a number of d1fferent factors wh1ch make human serv1ces

unava1lab1e or unrespons1ve to those who need them. They '

\\\\\are an alternattve to extended famtTy, close ne1ghborhoods,
: al1enat1oﬁ, and depersonal1zat1on of 1nst1tut1ons (Gartner &
Rlessman 1977) They produce substant1al benefits and meet

A

vary1ng needs in today’s society. o o ﬁﬁg'

&L_umangm

: N .‘ A number of def1n1tlons of. self help groups have been

formulated but the most w1deTy used is that of Katz and
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Bender (1976). - S |
Self help groups are voluntary. small group
. structures for mutual aid and the accomplishment

- of a special purpose They are usually forihed
by peers who have come together for mutual |
assistance in satisfying a.common need,
overcoming a common handicap or life disrupting
problem, and bringing about desired soc1al
and/or personal change The 1nit1ators and
members of . such groupswperceive that their
needs are not or cannot be met by or through

"i texisting social institutions §elf help groups

o emphasize face,to face:soc1al interactions‘and”'

the assumpt?on_of"personal responsibitity by’
members . -They#bften,provide material assist;nce,f

Mas-well'as emotional?support' they are frequently

cause -oriented. and promulgate an ideology

or values through which members may attain anév

enhanced sense of personal identity (p.: 9) "

, Gartner and Riessman (1977) added a list of defining

- attributes a)Self -help groups always invkoe face-to face.

\.nteractions, b)the origin of self help groups is usually

spontaneous (not’ set up by some out51de group) c)personal‘
nparticipation is an extremely important 1ngredient ,as
vbureaucratization is the enemy of the self help ' '

orgahization d) the members agree on and engage in some

‘_action e)typically, the groups start from a condition of
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powerlessness. f)the groups ftll needs for a reference
) group, a polnt of connectﬁon and identif&?atlon with chers.

, a base for actlvity, and a souroevof ego relhforcement (p

“ 7) “ v

| Richardson and Goodman (1983) outlined five basic
funct1ons of groups These are emotlonal support
1nformation and advice (for example, self care) dlrect

' services such as babysitt1ng'or running errands. social
ﬁ‘act1v1t1es. and pressure group activ1ties daques and o

%"Patterson {1974) suggested that a self help group has

*;seVeral pos1t1ve aspects for its members which cover

Knowledge therapeut1c and SKl]l dlmen31ons a)ga1n1ng facts :
and knowledge of the cond1tlon,‘b)soc1al learn1ng of coping
'nechan1sms from those who are successfully l1v1ng wath the‘
cond1tion c)motmvat1on and support by commun1cat1ng with .
"others who have shared a s1m1lar life exper1ence d)the o
modell1ng effect of’ successful problem solv1ng behav1ors

i which prov1des re1nforcement for new members and for

'lo'g term members e)self evaluat1on of progress result1ng

from feedbacK and shar1ng w1th members at vartous stages of ©
problem, Knowledge. and levels of coplng behav1or \ o o
’_f)ldent1f1cat1on w1th the group prov;d1ng a tang1ble sense'
~of belong1ng, of am 1nd1v1dual and soc1al nature and )
m1n1mi21ng 1solat1on and al1enatlon, and glin the mutuality;

?of the altru1st1c concern for others. f1nd1ng self help ¢ ‘

Group membershlp vartes from compris1ng large s1zeable-

N 0

organ1zattons to small - more intimate groups Some members
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,;.fseek frequent anq inteﬁhive participation while others have

: d}vn 8 more’ limrted involVement It s common for members to"a

- Join but not wantdto be heavily involved (Richardson, 1984)

'"Q;fi Self help groups facilitate a. strong attachment between
individuals that serve to impro&e adaptive competence in :
dealing with ‘short; term crises and life transitions as well
‘as long term challenges and stresses They aid in coping

o with stress,\p

Y

ii;iding support and encouragement promoting
emotional masth- 1 offering- gu1dance—negarding expectable

problems “and methods of dealing with them validating one s

dwn identity, and fostering improved performance based on . v"m

' adequate self- evaluation (Caplan & Killilea,'1976 Katz. o
S
1981; Pearson. 1983).- In these groups, people are treated

as equals where openness.'informality. and friendliness are

the usual way of doing things. | .

l A basic ingredient is. reCiprOCity Member s of w:F

t 1 self‘help groups are both givers and rec:pients of help ‘

- (Katz 1981). " The process of mutuality and the sharing of |
experience of others in Similar situations~is the ,
fundamental concept Know1ng that others have travelled ‘the

n’same path leaves ‘one feeling less isolated -and more. hopeful
The role of the person who has already lived through- the
experience is. critical’ for helping others It is through '
this interaction that members find comfort and _%;Wj
enlightenment Mutual aSistance is established to satisfy a

common need overcome a common handicap or “life disrupting

N ) problem and- bring about soc1al .and or personal change
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(Romeder., 1982). y ) ,
Silverman (1980) suggested that when opportunities to

o i le'“

help enhancewpeople's abtlity to -cope with change are '#.jft“"if”f“

available through mutual help groups some emotional(%tress
: may ‘be prevented W1thin the group. learning how to accept f.
change and to make a healthy transition is facilitafed ‘ |
Groups are a powerfut means of prevention 1n that they make,
it possible to reduce the risk of diseases that result from‘
exposure to the stressful psychosocial situattons associated
w1th cr1ses (Romeder. 1982) Group members have a lower‘ ’
1n01dence of mental and physical disease than thetr
‘nonmember counterparts espec1ally under.. condittons of acuteﬁ»
and chrOntc stress assocxated w1th rap1d phys1cal and soc1al
change (Caplan & K11111ea, 1976; Romeder.,1982)
- - The eV1dence of the effect1veness of self help groups L
rangesafrom study to study Gartner and Rtessman (1982)
'ﬁ\ reported on a study of’ a group for wwdows who con51stently
showed better outcome on seven scales than nonmembers The
scales ‘were depre551on, anxlety. somat1c symptoms. use of
psychotroptc drugs, etf esteem. cop1ng mastery, and well
be1ng | . | o ,‘ | - |
ke L1eberman and Gourash (1979) found that elderly
] part101pants in SAGE (Sentor Actualtzatton and Growth
Exploratton) felt they had met thetn intt1al goals.
experlenced fewer psychtatrlc symptoms. had a marked
1ncrease in self- esteem. and were better able to cope with

— marital strain. The program clearly demonstrated its .



25

effectiveness in dealing with psychological distrhss “but
had little impact on functioning in other aspects of life

-'such as’ physicai status or health behavior ‘ ..f ,,’

g

st

In a study on Mended Hearts. Videka (1979) found a

general lack of evidence that this group pesitively effected

,psychosocial adaptation in its members as’ companed to

N

nonmember heart surgery patients " Women who participated in

,_ta consciousness raising group showed no decreaee«in

depression or anxiety and nq in¢reased emphasis on personal'

growth The positive impact of the group was*reijected in

- ;increased self- esteem and renewed self- respecx As weil

“zchanges were indicated in coping styles and marital N

drela;ﬁonships (Lieberman Bond, Solow, & Reibstein. 1979)

- Findings on cancer self help groups indicate that a

source of help was prov1ded for many types of difficultles

"éencountered by persons with cancer and their families.

0

-Sharing, forming strong emations| bonds, and enhanc1ng

__coping capa01ties for medical family, s001a1, and personal

adaptation were evident (Isenberg._1981)

Using an open ‘ended, exploratory approach. relying on

-nonpartic1paﬁ§50bservation of group meetings and interViews
'w1th group members. a survey of nine types of self- help

jgroups was conducted It was suggested that these groups

serve a different population than do profe551ona1

'therapists. the groups provided social involvement help

giving processes were mainly supportive in nature, and |

respondants were generaily enthu51astic about their group’s
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effectiveness (Knight, Wollert, Levy, Frame, & Padgett,
1980) . | “

-

o Feelings of isolation and loneliness are important
sources of motivation for Joining a self- help group. When
asked what activities members felt were mos t 1mportant
personal sharing was mentioned most often by 46% of the
groups, educational activitiesﬂby 25%, and lobbying by 15%.
As may be expected personal sharing was practiced by 89% of‘
Jtthe groups Educatﬂonal activities were conducted by 77%
65% practiced social and recreational activities, and 21%

. employed material assistance (Romeder. 1982).
Many authors have attempted to organize the various |
. types of self-help groups into categories. 'Tracy and Gussow
(1976) divided self-help groups into two types. Type I
includes grdbps which focus on self- help and mutual aid, and
type 11 groups. focus on‘research and lobbying Katz and .
‘Bender (1976) discussed four types of groups based on their -
,primary purpose’. . _w
1. Groups that are priharily focused on-self-fulfilment-or
personal growth.itlhese groupsﬁare‘oftenireferred.to as
therapeutic | .‘ | | | B
2;y Groups that are primarily focused on SOCial advocacy
| This may include educating the public on a specific
issue, changing legislation. and policies. Examples N
include,Welfare Rights Organizations; and the Committeer
for the Rights of the Disabled. - °
3. ﬁGroups whgre’the‘pnimary focus is to create'alternative
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patterns for 1iving. This includes changing“sooial
institutions and attitudes. for ekample Gay Liberatfon.
;and WOmen s Liberation v “ h
4. Outcast haven, or rock bottom droUps. lhese"groups
. provide a refuge for the desperate attempt‘to secure -
personal protection from life ‘pressures. and members \
live in a sheltered environment. ' An example is the
‘X -Kalay Foundation in British Columbia
Jn addition. many groups do not fit Qeatly into one of these

four categories but are mixed and have elembnts from more

than one. An illustrative example is*PJ"y‘%ﬂ
Partners. . e: .
Caplan and Killilea (1976) cited Bean’ who suggested .
three categories of self'help groups The'first type helps‘
people with a crisis and gives infsrmation bn how to cope :
Jwith the problem The need for. help, support and
information is initially acute, but later tends to lessen
The second type of 9£9up/helps those with a permanent,..f"_.
fixedr stigmatized condition The group helps deal with the :
,conditioh tries to improve self-image as well as the public

image of 'the condition Often - members continue attending

_ for many years. The third Kind of group helps people

trapped in a- habit, addiction or self- destructive way of
l_life The person is helped to behave differently through a

variety of techniques Attendance continues until one's

hY

“.life is reorganized. . v

LA
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| L,vy«(197sl

osed a typology bnod on purpose and
[ qroups have some form of. conduct ‘,nl!
'reorganlzatlon or behavioral self oontrol as tholr
objectlvet Typioqy groups 1ncludo Alcohollos Anonymous. /
Synanon, and TOPS. Type 11 groups lnclude members‘who share
“a common stress and aim to relieve it through mutual .
support. for example, Parents Wlthout Partners. Recoveryﬁ,
~Inc. " Type 111 groups are survlval:oriented and provjaeﬂ
support{for a particular life style seen -as deviant and
sub ject to‘negative sanctions by socjety' Groups
representing homosexuals and w0men s rights are examples
Type 1V grdbps focus on personal growth, self- 1mprovement
Cifcharacter deveIOpment greater joy and effeot1veness 1n vV
living. A good example is an 1ntegr1ty group which is \

formed by 1ndiv1duals who hope that collectively they Can v

improve the qual1ty of the1r l1ves ,' - S

Gartner and R1essman (1977) proposed d1vading Tracy and\
Gussow’s Type I groups into four categorles. Groups 1n\the ,;Ef
. first category are engaged in rehabilitative work. The ~
physician has already dealt.ylth patients in the acute 'H":){“h
phase, and the self-help activities are'concernedowﬁth
 helping them adjust to their new situation. Interactions
\yf with those who have undergonetslmilar experieno_s}provides”
informatlon on the stages of recovery,'how to function and~l‘
cope. Examples include Mastectomy. lnc , Stroke’ Club |
,‘Me&ied Hearts. Type Ik>1s concerned with behavior change,_

for example, we1ght Watchers, Alcoholics Anonymous. Type

/



111 groups engage‘in nﬁ&marvacare for chronic conditions " ;f

. -where-there is: no- cure. Aaaistanoe is provided to patients o
in adjusting their life style. doping. adaptation and ) m
adjustment Groups such as the American Diabetes o
Association. and the Arthritis Federation fit\this category
Type 1V groups are in the area of prevention and case L ;;
finding Participation to prevent il1lness or its

. reoccurence is stressed as for heart attack victimstf' .

Finally, the most specific typoiogy was’ put.forth by

Romeder (1982) . She divided seiﬁ heip groups into eight |
categories "These are groups for addictions or compuisive""
behaviors groups oriented toward family problems. groups ~
for persons sufferi from emotional or psychoiogicai

‘ probiems. or -who may have recenbiy recovered groups )
consisting of peopie suffering from phySical handicap or
chronic disease, hompsexuai groups women s groups groups
‘oriented toward speCific sociai action, and groups for e
people who have recentiy experienced a traumatic change in
lifestyle )

It is apparent that the typoiogy of self- help groups
differs from author to author Boundaries are imprecise and

criteria used are unciear ,7‘"21" - )

F

~ An issue that has received great attention is‘the

relationship between seif-heip groups and professional

services. Are they opposihg or complementary? Traditional

.o
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. jfollowing a professional dominated mode 1, Self~help groupa :f

are centered around tﬁe oonsumer. are informal open. and

emphasize the eubjective. the%experiential and the intultive

.h;giﬁﬁﬁfﬁe' & Riessman 1977) Gartner and Riessman (1977)
'zf ,believe these groups can humanize the professional social .

‘7¢services

Both self help groups and humen service agenoiec have

‘similar goals - to promote and secure the wellJDeing of

l their clients. A common view is that human service

' proféssionals should be prepared to recognize the valid role

of these groups as an important component of the community

helping network

w Borman (1979) found that in siX out &f 10 self- help

groups. a professional played a key role in founding it. and

in the remaining four, they played an 1nstrumental role in

its working. Many other studies contradict this. indicating

“that lay persons initiated and were Key participants with

}.slight if any ev1dence of professional influence (Katz,

-

1981; Romeder, 1980; Tracy & Gussow, ﬁB?G)

There is the belief that it is necessary ‘to recognize

:the danger that professionals may interfeﬁb and impose their

own ideas ~and methods w1thout being familiar with the .

. f‘xoperating methods of self-help groups (Romeder, 1982). They

. may,take over and alter the group’ suoriginal putpose and , .

v -

30 .

VoL

)

.'Professional models may be- outmoded for mpdern neede. R “eyk, ' :
g ?_may be- seen ea inefficient and ine#feettV% eehtered on T
;fcontrol and power. based on eystematio knowledge. and o

» .

»
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tplayfa»yjtal Féle}” However; professlonals“can contribbteTin
‘many‘ways‘. They’can suggest the creat1on of and initiate
soeciflc groups when they recogn1ze the needs of the1r k
fclients, they can offer organwzat1onal ass1stance and help
';develbp them they ¢an refer people to groups, serve as .
‘}consultants. glve spec1al adv1ce, serve on an adv1sory

y board help groups become 1ndependent of an agency, and act

| as researchers (Gartner & R1essman 1977, H1ll 1983; = -
.S1lverman.:1980) ' }. | ,
Tens1ons between group members and profeSs1onals -go
rboth ways ' Members of self help groups often m1strust |
7»profess1onals % They bel1eve that profess1onals are
éexploltat1ve’and more concerned w1th economic and prest1ge ‘
l.tssues, that they are not always competent due to a l1m1ted

‘understand1ng of lay people, that they have l1m1ted

N

j_lexpertxse and may thereforetproduce un1ntended and

4 4 '
undes1rable 51de effects, partlcularly with people whose ’

: - life s1tuat1ons they dofnot understand (Lenrow & Burch

-

*1981) Group members also bel1eve that exper1ent1al
'approaches may be more valld’than establlshed theoret1cal

fmodels which are often pased on stud1es of cl1n1cal,

\\l)

] fpopulat1ons that represent very l1m1ted samples (S1lverman, L
. 1980) ., | |

Profess1onals bel1eve thatﬁself help groups would be

.“.more effect1ve if they were regulated more eff1c1ent and

if members learned and ut1l1zed techn1cal sK1lls | Some see

hthem as fanatyé or as cults They see ob3ect1v1ty and the

‘ _31‘ ’
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‘?£1n un]nv%lved as essential elements in

2 / i # i
! argue tha¥‘the help members provlde is

‘:b

Jsuperf1clal, and does not deal with real problems.
-(S1lverman,,1980 Lenrow & Burch 1981)

) ‘.*M )

Mutual help groups and human service agen01es need not

be 1n compet1t1on with one another They-are both part of

the extens1ve network of ava1lable community services,

-Self- help groups can be regarded as a. supplement to

'profesd1onal help (S1lverman, 1980) : There is a need for a

serv1ces wherenone system parallels and

”vcompleme ts the other " They can be compatible.

&
|

'tlons and Potegt1a g gg _
Wh1le self help groups have great potent1al and offerv

many s1gn1f1caqt advantages, there are some risks . and

x

l1m1tat10ns that should be cons1dered One Set of dangers

O

relates to the profess1onal care giving system Self help

' groups may be offered as subst1tutes for the expans1on of

vfpald serv1ces,‘and may bevused as an- argument~for the

s ) : . L
%&rther.CUrtallment of the services. They may be used to

" reduce profess1onal and . system respon51b111ty, and may ,

:reduce pressure on the system for much needed structural

”}changes Profess1onal agen01es may-attemu' to domlnate and‘ o
fsoc1alwze groups to ex1st1ng profess1onal norms.
j{ Consequently, groups can become an appendage of the'

, profess1onal structure, loslng much. of their spontaneity,

innovativeness, and flexlb1l1ty (Gartner & Riessman, 1977,

{s



Romeder, 1982).
) d Other risks relate to the consequences for members of
sell ~help grOUps—: Persons 1nvolved in groups may get
'partlclpat1on but not help. Attentlon may be‘d1verted’away )
from resources such as: poss1ble cures and pro;ess1onal
4'expert1se . The anti -professional blas may prevent the |
useful;1ntegrat1on of ava1lable‘serv1ces Dependence may bekf
fostered1and-encouraged,‘leading member.s to belleve'thay-can‘
stay"healthy only‘by remaining in the'groupu' The lack of
,record Keepwng and the overall nonsystemat1c approach can
lead to d1ff1culties in determ1n1ng accountab1l1ty and
'effectlveness Groups run the risk of blam1ng the v1ct1m if.
fthe “service “fails because/of the empha51s on 1nd1v1dual
respons1b1l1ty They have a tendency to fragment soc1al
change as each group "does. its own thing”. Most self help

_approaches @re d1rected to m1ddle class or upper worK1ng '

. class groups , Th1s leaves the poor underserved by both

.trad1tlonal agencies*aqg Self-help groups Lastly, there is

the danger that groups try to.-do too much or try to be all

>thin95 to all people (Gartner &' R1essman, 1977) . CA

-

'ﬁ. A frequent criticism of self help groups concerns: the1ri

‘lack of Knowledge and lack of obJect1ve 1nformatlon

&

,(Romeder. 1982) Some grOUps do not make 1nformatgon on
7med1cal legal, and soc1al aspgcts of the oblem &ead1ly
ava1lable Ft can be argued whether th1s infonmat1on is | f\

\ .

'"1mportant at a t1me of crisis.

-

a . ‘ . e
i ' - . . J "~
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Pnoblems can existvwithin ‘the group as well. A tommon

one is apathy/of members to get aotively involved Rather -

0

. than sharing the load few ‘pecple’ volunteer for jobs 1eaving”
Lnnst of.the‘wonk up to the more‘committed‘members. including

~ leadership and the executive positions: ‘Some gnoups have

ﬁdifficultynachieving a sense of common purpose‘among'their

 membership. Although they Boin.to find someone going

through a.similar experience, speéific needs and interests

_ vary‘considerébly,_ Finally, onactiEal prob]ems_like getting

; people to meetings, supporting activities anF,finanoing. and

just having,a place to meet need to\be nofked out

(Riohardson, 1984; Richardson & Goodman, 1983; Silverman, .
1980). - | |
ummar .

EOPTE

| .Self-help groups often come into existence because
services are not provided or are defiojent. ‘Persons -561',
together to alleviate or solve some‘common Qroblem They

encourage participation and foster mutual aidﬂ&a the basrs

~ of a common experience and querstanding. Groups combine a

number_of'very important properties;"‘These 1nclude the”
helper-therapyfprinciple;'the use of peer sprorth the
aprofessionai dimension, the demend that'one>can do o
something for oneself 'and‘consumer intenSivity*" Groups

show -that people need not be passive, that’ they have power

‘-They may permit dependence yet foster autonomy and

1ndependence. they can give support while demanding action .



and work., Theyvenahle members to feel and“ﬁse their own »
strengths. and power, and. to ga1n control over their own |
ltves (Gartner & Rtessman..1977) . They contribute in terms"

« of preventlon, restoratlon malntenance, and 1mprovement of

~health, mental health in part1cular Self help groups are
inexpenslve h1gh1y respon51ve and accessible to the

consumer Y

C. Group-Siructure gnd Process . |
| A group 1nvolves two or more people in a functlonal - .
-relat1onshtp and in 1nteract10n w1th one another w1th the
aim oﬂgach1ev1ng a common goal. A group’s purpose may -
"1nc1ude the complet1on of spec1fic goals, the mainté‘nanceof'r
a group or nat1onal ldenttty or the pursu1t of mutual v
) enJoyment and sat1sfact1on ‘Groups have the potent1a1 forj
an “impact on their members through shared psychoJog1ca1
~ states. They Ere typ1cally held together by a common .
}ohject1ve ‘ ’

There are two types of groups - pr1mary and secondary
(Calhoun 1876 ; L1ndgren 1973 Hollander,  1981). Pr1mary
groups qr1g1nate spontaneously'rather than by deliberate h»

“effort or plan Members know and interact w1th one- anothe.

~ face to face contacts are likely to pers1st over a long
per1od people are 11Kely to respond to each other as whole
persona11t1és. and the 1nten51ty of the relat1ons are likely .

- to be great Members show loyalty and so]1dar1ty, and

prov1de a hlgh degree of social support and strength for one
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‘=another. ' . o S | L
Secondary groups are deliberately formed contact among

: members is not typically face to face to the extent found in
primary groups contacts are likely to be of shorter |
duration, intensity is less strong. and the group involves a’
ls1ngle aspect of the lives of ° its members “Being identlfied
Ihw1th a secondary group is not a goal in 1tself but is a
means by which: other goals may be achieved . Interactions
are more formal and impersonal than‘in primary groupsi

™ Groups may beufprmal or informal..‘ln iormal'groups.ﬂ'
structure isQimpOSed“from the outside They are specified '
by regulations. as is found in organizations Structure\in
/informal groups comes . from within (Hollander, 198l).
Goldstein (1980) proposed that distinctionsOn'different.
types oglgroups are-based on size, intimacy, function, and
membership With reference to size, group4 can be large or

-small _ The smallest group is a dyad. Groups over 30 )
members are considered large In large. groups, personal
%nteraction with each of the pther members becomes _
difficult,}subgroups often form. and formal structure and
lelSlon of labor is likely. Intimacy is ¢ependent on
whether the group is pnimary or secondary. Members of
primary groups‘have closejcontact;‘and the groupmis
iundamental~to thé'development of values, attitudes,

] aspiratiqns{ and feelings Relations among secondary group
Jembers are less intimate and personal Groups take on one

of two functions. Task oriented groups form for the limited'

o
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:'automatically joined by virtue of personal traits such as”

\
N

B
and specific purpose of attaining’a'goal Socio-emotional

groups exist to satisfy the social and emotional needs of
their members. The interaction itself is the major purpose

~of the grbup Groups are“not necessarily one or'the other

but fall somewhere on a. continuum Membership requirements

fare ascrlbed or "achieved. Some groups are ascribed or.

I ey

t

gender, ethniCity, or’ religion There is a low degree of .
o

‘ choice in ascribed groups. Others are achieved or JOined

voluntarily and there is a high degree of chOice such as a
political organization or a profeSSional assoc1ation PR

‘ IndiViduals are attracted to groups for-a variety of

'reasons Groups can serve social and emotional needs They

can prov1de prestige, a sense of: sElf definition and ;“
feelings of belongingness ’ They can ‘serve an instrumental
function of enabling the indiv1dual to achieve goals™ as a
member of the group that cannot ‘be achieved alone (Shaver.
1981) - If a group is to function,‘it must motivate people
to. partiCipate It strives to engage their loyalty and V
stimulate morale and enthUSiasm Members tend to share
common. beliefs, attitudes, values. and perceptions (Calhoun,

1976) They involve interaction effective ties and -

interdependence of roles

,_gﬁmgn&e.c.tenmm

Aﬁ'essential characteristic of a group is its |”

‘performance as an integrated unit. :Itrperforms some

L Iy
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functlon as a svstem. suchias attainjngwanobjectivewand
:common goal.. Generally; lthts”believed that. collectlve S
"performance is superior to 1nd1vidual performance Socialvk
,vfacllltation theory refers to the lmprovement of lndlvidual
performance in the presence of dther people (Freedman. ;
‘Sears, & Carlsmith 1981 Wrightsman & Deaux 1981) Be1ng
in the presence of another 1ndtVidual 1ncreases one’ s drive.'\
mot1vat1on. and is a s0urce of general arousal As well, 1t:
ra1ses concerns about belng evaluateg/by others However,‘_
th1s may fac1l1tate performance or interfere wuth it. With. -
responses that are well learned, and with simple tasks, the |
result is an 1ncrease 1n performance level In contrast -
:responses that are not well learned or are complex W1ll
‘fsuffer from this drive. In a study by Bray. Kerr, and Atktn'
(1978), it was found that groups solve more problems than =
“1nd1viduals, and the larger the group. the greater the
”"advantage over one person work1ng alone. ' However, groups
were less eff1c1ent than 1nd1v1duals because they solved
fewer problems than the same number of separate individuals
,work1ng by themselves, espec1ally on d1ff1cult tasks

A number of factors can 1nfluence group performance
'(Shaw‘ 1981). Effectiveness depends on the task,
Acohe51veness commun1catlon patterns, size, group
compos1t1on, and 1dent1f1cat1on with the gbals (Newcomb

Turner, & Converse, 1865) . Performance is determined by

B clar1ty of goals, freedom from ambtguvty and conflict. and a

o strong commltment by members to- the purpose of the

t
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-collective'gFOup (Freedman, Sears & Carlsmith 1981) .

When a group :is making a Judgement or learning material

in which accuracy is most important the larger the group,'

‘the more~accurate the Judgement will be. 'When‘a'group is

© e -

engaged in a'task in which speed is iMportant, small groups
are more effective than larger groups, particularly if o
performance requires consensus Consensus is often
difficult to achieve 1n larger groups and probiem solv1ng

time is devoted to resoiv1ng initial differences of

opinions When each group member has something-unique to

‘”contribute to the solution groups will be more effective |

_than indiv1dua1s ‘In brainstorming, larger groups generate

»

more  ideas (Stang. 1981)

‘ According to Goldstein (1980) task'performancebdepends

on three variables

1. Task demands con51st of the requ1rements of the task and
‘ the rules under which the task must be performed
Unitary tasks cannot be ea51l$ broken down into smaller
subtasks Divisible tasks ailow for specific subtasks

- to be as51gned to .some group’ members .

) 1

2. Resources 1nclude all the relevant knowTedge skills,
and abil1t1es possessed by the individual members of the
" group. | o -
3‘ Pressures toward gonformity and uniformity during the. -
| acutal performance of the task make up group processes
The presence of others can lead to competition or

cooperation Competition is concerned with persona] goals
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where 1nd1v1duals try to secure a greater than equal share‘
of- the rewards. Cooperation involves mutua‘llqoals
.(Llndgren,;l9?3).? Competltlon increases tension, promotes}
hostility, and’may create prejudice. Cooperatlon reduces
tension, creates good will, promotes frlendliness \and is a
powerful force that can lead to more communication, trust,
attraction, satisfaction, and helpfulness (Berkowltz. 1980;
,Stang 1881) . Competltive goals dlscourage the organ1zatlon
of purpOSe and un1ty. can breed confl1ct among members and
are’ counter to organ1zational goals Cooderatwve goals
foster organxzat1on (McBav1d & Harar1 1974) .

, Toﬁ1ncrease problem sblv1ng effectiveness; group
members should be willing to tolerate a difference of
op1nxon br1ng in outside experts. and assign one member to
play the role of devil's advocate and challenge proposed
solutions. If members are emcouraged to be critical,
“groupthink" can‘be prevented (Wrightsman‘& Deaux, 1981),"“
Trained leaders improve task pErformance‘b;irestraining’tnef
aggressive and domineering members and allowing'otbers to be

\

heard. Group, funct1on1ng can be facwl1tated when positions
and roles are well def1ned and some’ sense of structure ls
ma1nta1ned"!1ndgren. 1973) The'ab1l1ty to communicate
also plays an important role 1n determining group

per formance (Freedman,‘Sears. & Carlsm1th 1981).
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‘ Coheslveness is a member s commitment and attraction to ﬂ

group (Freedman. Sears, & Carlsmith, 1981; Lindgren, b
'1973) the degree to which they unite and stick together,
-and their overall motlvatlon to belong (Berkowitz, 1980) .
Members of groups that are ‘high in cohesivensss find a'hlgh‘
degreeVOf satisfaction and‘little incentive is required to
convene them.”‘Groups low on this factor must be maintained
by some ekternal pressure. - Cohesiveness' is facllttated by a
. perceived similarity among persons, and groups are less
| cohesive when members,belong to other groups. as welj, when
formed spontaneously, and when they are convened by an
~external authority. A high.degree of cohesiveness 1n a
group enables and encourages members to 1dent1fy themselves
‘with the group and to become involved in its tasks to the
point that the group’s success or failure becomes.their;own
" (Lindgren, 1973). | o .

A group with hlgh cohesiveness has a Strong motjvation "

.and strong pressures against conflicts that»could'lnterfere? N
‘with performance The greater the cohes1veness, the cleaner e
the definition of the boundaries and the sharper the YL
distinction between members of the group and nonmember-
outsiders, thus leading to greater resistance to threat of
disorganizatlon (McDavid & Harari. 1974) .- Members are more

apt to be compattble. conform to norms more have better

morale, and follow the group s goals.



Sharing is a necessary preconduiion for cohesiveness
Members need to know each other's attitudes, “and need to
feel they are not alone. Structural 1ntegretion fegilitates
efficiency and coordinated performance that is rewarding to
group members. Therefore their attraction to the group is
retnforced‘and increased (Newcomb. Turner, & Converse.
1965). | .
Initdation in groups may influence cbhesiveness' e
Persons who had difficu]ty achieving entry (McDavid & :?«1;.0
Harar1 19742 or endured a painful 1gﬁtietion may be more . i
likely to attach high va]ue to'belong1ng to it. The extent o
. to which the group eets the interpersonal needs of those .
who belong. and themextent to which the group accomplishes
"the goals for which it‘was formed can determine ' 5'». Ty
.cohesiveness. ‘Groups in which members are considered
pleasant and similar in values, interests, and beliefs are
'highly cohesive. A group's attractfveness may be 1nf1uenced
by the nature of,itS'leadership. Studies indicate that ‘
people prefer a democratic, paré;ctoaIOry orm of leedership‘
rather than an authoritarian, dictatorial leadership
(Middlebrook, -1974). |

‘Members of highly cohesive groups are more satisriedf
with'their'grouos,'have'a_lowerurate;of‘absence. a greater
amount of;participation,\assume responsibility, participate
more fule'at‘meetinos'and remain*members longer. Thene are
Personal consequences as well. 'fhe~]eve] of cohesiveness is .

correlated‘Withafulfil]ing~the'Memberfs.needﬁforlsecurity.
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o increasing sense of personal wor th and decreasing an&jety
level, Cohesive groups exert strong influences on their
members. Members of hithyrcohesive groups are more pleased‘
about their membership. communicate more often and in a more
cooperative manner with oge another, and have much more |
social influence on each other than ‘members of groups low in
cohesiveqess | | |

' According to Hollander (1981), there are three
'recurring factors regarding member satisfaction These are
status consensus (indicating the degree of ‘agreement
concerning group structure, particularly leadership),
member‘s perceptions of'progress}toward group goals..and
LperCeived freedom of panticipation within the group.. These
three factors provide the individual thh a sense that there

5 a stable env1ronment within which to make contributions
’l;ithat are rewarded ’md.'» S {ﬂ‘m4
Hi | Cohesive groups are better coordinated and have a°
greater feeling of solidarity thaqﬁgoncoheSive groups.
Cohesiveness implies a concern'for others and a readiness to
do what is expected of them. It is ass001ated w1th
,,conformity and communication and effected by motivation of
the group to succeed on a task, its_prestige, and its
. efficiency in working toward,;tSjboals (Stang, 1981,)3:!l
L Grdups‘almost‘always ﬁ%vesa leader particularly when

"the group is large, theitaskfcomplex or important, ahd.



44

decisiona st be reached Quickly.. nw.aroa{ 19741
suggeated that the emergence of leadership is yital to thl o
'effective functioning of a Qroup. A leader is someone who
exerts more influence than other members of the group A
ileader initiates action gives orders. makes decisions and
judgements ha& power, and initiates structure and direction,
to the course of the group’ s activities ;McDavid & Harari T
1974; Freedman Sears, & Carlsmith, 1981). As well, this
Nmindividual offers encouragement inspdration and is the -
’forefront of activity. ' - "

consideration and

attitudes ‘and

| Effective leaders are liKely to st

be particularly”sensitive to the feel
needs of other group‘members They al Aible in adapting
wtheir abilities to changing demands, are responsigle in
exerting 1n1tiat1ve toward the group’s success._and are
; successful in facilitating the attainment of group goals.
(Freedman, Sear's, & Carlsmith, 1981;. Goldstein. 1980) .
Leaders are chosen based on social. desirability. such as’
ifriendliness »They are the most active communicators. speak
freely and ea51ly, and consequently determine the course of
the conversation Extravers1én self confidence charisma.
high activity level 1ntelljgence and assertiveness tend to
characterize them (Freedman ‘Sears, & Carlsmith, 1981 ‘
‘?;Shaver 1981). The leader tends to be somecne with similar
values and opinions as the group This person is someone |

not too different from the rest of the group - one of them,

but the best of them.



Some leaders are‘appointed - others earn their position.
App01nted leaders need to leg1t1m1ze their pos1t1on by
demonstrat1ng thelr ab1l1ty so that they wil]l be effectlve.

Elected leaders nead to per;orm well to ma1nta1n members

I

“support A democratIC leader allows the group as a whole to |

&

‘make dec1s10ns. allows members to choose the jobs they want

to do, issues few orders,-and serves pr1mar1ly as a guide or
. [ :

'vcha1rperson In contrast. author1tar1an leaders make most f'

‘ of the dec1s1ons on. thelr own, 1$sue many orders, and are f'l
AN s 4
generally oommanders of the1r group 5_ o
 Freedman, Sears,;and Carlsmwth (1981) bel1eved that

often two k1nds of leaders emerge w1th1n a group A

' soc1o emotlonal leader handles’ soc1al;aspects of the group,wf'

Keep1ng 1t runn1ng smoothly and- happlly, and a task leader
focuses on the Job and gett1ng the ‘work done Shaver
(1981), and Stang (1981) suggested that these two y "
spec1alt1es emerge among group members as well v A |

\oc1o emot1onal spec1allst shows sol1dar1ty provides

g<~tenslon release,vagreement, 1mproves‘moraje, tendsuto.befilV

positiye w;ndlkeeps'refattons‘warm and?friendlyf- This

‘ person tends to be the best . llked group member A task '

i

spec1al1st is eff1c1ent and competent 1n a partlcular task

o v1n wh1ch -the group 1s engaged, and wwll therefore generate

‘1deas and prov1de guidance Th1s 1nd1v1dual asks for and

g1ves 1nformat1on op1nlons,,suggest1ons, contrlbutes

lsubstant1ally, and is perce1ved as hav1ng the best 1deas

- - IR » .
. . - Coe el .
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| Interaction between members./the development of shared .
percept1ons the presence of emotxonal t1es. and the .
development of Interdependence are all properties found ina
group (Wrightsman & @paui//3981) In our society,

: 1nd1v1duals are aff111ated w1th many-. ggoups Group

o

performance 1s affected by a varlety of factors including

its structure,,commun1cat1on patterns coheswveness,

leadershlp, and the process in the specific tasK it hopes tok

t

ach1eve The more cohes1ve the group, the more members have

an 1nherent 1nterest 1n the consequences of the1r collect1ve g

3

performance and outcome
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A, Theoretical Underpinning |
Little is Known about the process whwch occurs. in a
self help group "The development of mgasures and methods
to assess the 1mpact of these groups on the lives of thewr
part1c1pants is requ1red“ (L1eberman & Borman 1976, p

458) . Measur1ng the 1mpact of groups on thelr members us1ng

.standard1zed techn1ques would be very difficult.

lnvest1gat1ons of self-help groupsamust include other
‘methods in the. pursuit of holistic knowlelge. (Qualitative
research is exploratory in nature, and may be descr1bed as

“humanistic, descr1pt1ve exper1ent1al phenomenologlcal

" . observational, case;. study. f1eld worK part1c1pant

P

: observat1on, and process evaluatlon "Process evaluation is

Lo
",}f

a qual1tat1ve conSIderat1on of the specific events in a
program 1nclud1ng the tyB1cal eXperlences of part1c1pants
(Campbell 1978) This perspective allows for the ‘

part1c1pant S real1ty to 'surface. \ The focus is on the

‘self -help group’s. process and strbcture taken from the ‘;“”
vantage point. of 1ts organ1zers and its members
«!‘ y
The 1ntent of the part1c1pant observer is "to ‘catch the .

process as it occurs 1n the expermence of those he stud1es
(Bruyn. 1966~ p. 13). Bruynsput forth three ax1oms wh1ch
| o Y

reflect the field resea f,p7s eiber1ence F1rstly, the

part1c1pant observers shise in the, l1fe act1v1t1es and

' sentlmente‘of peopte 1n face to face relat10nsh1ps Rather,

s o . . ] . 7 .7’
.- ‘ | 47
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S

than remaining unmoved, unchanged and untouched as: is the"
tradit1dhal rbTe of the scientwst ‘participant observers
share the sent1ments of people.. Consequent]y they are.
changed and may change the situation to a small degree
Therefore, the role of part1cipant observers requires both
‘detachment and personal involvement. | Secondly, part101pant
‘observers are a normal part of ‘the cultures. and | “the lives of
the people under study The amount’ of disturbance caused by

"“’ gk
~the researchers presence is- min1m1z-

>

:prder to 1nterpret
more adequately the natural funct1-”?? Wﬁgnn1ng the life of
the group. The ‘scientific role of part1c1pant observers is
1nterdependent-W1th their social roles in the culture of the‘.
observed Researchers - are interested in the people as they
are, not aswthey should be accord1ng to the observers - own

-t

Th1rd1y, the roTe of part1c1pant observers

e soc1a1 process of T1v1ng in soc1ety The’}
cess being exam1ned will have mean1ng for péople

:ps ‘outside of those being stud1ed

. a
- LA ¥

Th1s study reflects the part1c1pant observer and
process evaluatlon frameworkst The researcher attended'a
dnumber of events and meet1ngs over an etght month period as
a part1c1pant observer‘ ConSIderat1on has been given to

" specific events as well as to typ1cal experlenpes of ‘the
part1c1pants 1nvolved |

~ Cronbach (1982) suggested that no 0uts1der can specify

in advance what 1s 1mportant to observe. Only the person

affected by the program Knows what is personally 1mportant

-
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and can 1nterpret its outcomes. ‘' Therefore, w?gt is
*ngortant then cannot be manlpulated, standabdQZed
gobjectified or quantified. Open minded explorat1on w1th
attentlon to qualitative 1nformat1on is more flex1ble and
broader in its coverage N _

Unstructured opportunit1es to exchange 1deas and
feelings freekx\In 1nberv1ews and d1rect observation perlt
the researcher to understand the wor 1d through those who are
exper1encing 1t - The methodologtcal techn1ques used must be.
 flexible’ and unobtrusive. .Dlrect contact would be the best |
' way to achieve a better: understandlng of the personal ‘,
'experIences of group members. Open commun1catlon fostered
in unstructured or sem1structured 1nterv1eWs and 5
observatlons serves this purpose (Isenberg 1981). o

_ In the present study. the authorvrn:ended to gain a.
. clear understandlng of the nature andipractlces ‘of a
| self-help group Consequently. 1t was exploratory in
- nature. Th1s 1dea is reflected in gﬂounded theory (Gﬁaser &
v StraUss. lQG?).M Grounded theory is the discovery of theory

from data systematically obtained,frOm social research’... One

o of,the purposes of qualitattve research is the generation of

hypotheses rather than the testlng of hypotheses The
1ntent 1s to explaln a phenomenon as it currently ex1sts by
- closely examtnlng the data. Grounded theory is der1ved from

data and then 1llustrated by characterlst1c examples of

data



B. sample J | "
The self-help group which was studiedlts the Northern-
-Alberta Brain Injury Interest Society (NABIIS) inhEdmonton:ﬁy
In a newsletter (§eptember, 1983), NABIIS was described as
ﬂfoTlowS' R S | |
NABIIS has been formed to serve and promote the
opt1ma1 11festyle of persons who have suffered
s‘bra1n inJury and that of their fam111es
A registry will be established to comp1le

_ 1nformat1on for and about head" 1njured persons

supportkﬁo fam111es and head 1nJured persons

:closer to their home areas. Also the group wtlj

ybe involved in promot ing public awareness and |

research where posstble '

NABIIS 1s ~open to victims of head 1nJury and famtly
members It was incorporated in duly, 1983. Meetings occur
on a monthly basis in the form of a coffee house and are .

‘ open to anyone in the community who may have an interest in
~learning more about issues related to head trauma.
Presently, there are ouer 100 paid members. uUsuallQ 20-30
‘people attend the coffee- houses, some regularly, others
periodically. As well, there is an annual meeting, four
general meetings held every three months, and monthly board
meetings held for the execltive members. |
' As the s tudy was ‘getting underway, all family members:

f who attended board meet.ings and coffee houses were
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apprOached and asked to participate. Ten family members .
'were available and Willing to be'interviewed regarding the
perceived effectiveness and outcome of the group. . As well,
. through talking with people involved with NABIIS, it was
discovered that there were six people on the initial
'steering commi ttee. Interv1ews w1th five founding members -
of NABIIS were conducted to obtain, 1nformation on the.
initial intention and~pbject1ves of the group One member
who' was 1nvolved in the early planning of the group was .
unable to be contacted. ‘
Demographic data(indicate/that the 10 family member s
who participated in this study represent a varied]group.
(See Table 1) There were two fathers. two mothers, four ug‘&
-wives, and two daughters ‘The mean age of respondants was - o
43 years with a range_of 22 to 65 years. wNine out of 10
were married . and had one'to four children. One participant
- was single. At the time of thevinterview.BOnly three were
‘employed outside the home - two full time, and one on a part
‘time basis. ‘Before the‘injury, six Qere working and’' two
were teenagers. Four of the six said they stopped working
;as a direct result of the injury. Two people were retired.
Particxpants were baSICally working class persons with a
| high school or college education. One had a 3hiver51ty
degree : | Vsi_¢3 | o
When questioned about the use of any outside serv1ces.'
the common reSponse was that there were no home serVices

Two people used assessment services, two used g&van or:



transportation system that could accommodate a disabled
person, one used a local extendicare hospital. and one a
residentia) hospital. o ‘ |

| Injured persons were compr ised of three sons, one
'daughter. two fathers; and four husbands Their mean-age
- was 35 and ranged from 27 to 49 years No‘oneﬂwas employed
except for one,who was work1ng in a sheltered worKshop C ne
.person was pursu1ng academlc upgrad1ng A1l but Qne-of.the
injured persons rece1ved some form of dqsabi]{ty pension or
- insurance settlement.- Two were stil) waiting and hopghg tor
anjinsurance settlement.~ The injury had occurred seven 
months to e1ght and a half years prior to this study.

N ~ Table 1: Derographic Data |

Family Member Age Injured‘Member;Age Date of Accident

father 62 son 27 Feb, 1982 -
mother - 52. son 27 Feb, 1982
wife 32 - husband 27 Nov, 1982
wife ° 26 husband = . 27 . Nowv, 1984
daughter . 22 father ~ 40" * Feb, 1977
daughter 22 - father Y. 7 Jan, 1982
wife - 48 husband” '~ 44 - _dJan, 1982 &
wife - 43 ‘husband 49 Feb, ' 1977
mother . ‘84 daughter 35 -dan. 1881

father * 65 - son 28 Aug, 1980
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C. Procedures
.A significant amount of information was gained by -

attending meetings as a participant observer paying special

‘attention to the process and interaction of members. More

specificaiiy. the,researcher'looked for any reoccuring

 structure, at the group’s primary focus, issues and concerns

that arose,'ieadership, and the role of the. professional.

~In this-roie the 1nvestigator attempted to blend in and be

v1ewed as just one of the group. Aslwell, individual
interViews were conducted with founding members of NABIIS
regarding how and why the group began and with family

members 'to expiore the effects the,group had on them.

 Interviews were semistructured in that some questions were

'prepared prior to the interview. AHowever,kparticipants were

encouraged to sharé any information they felt may add to the.
researcher’s understanding of the group and their
experiences “ ‘ » |

Prior to. the start of the interview, the participants -

received an explanation of the purpose of the study and were

. asked to sign a consent/form (see Appendix A). An outline

‘.of the 1nterv1ew format can be found in Appendix B.

Intervwews varied in length from 30 minutes to two hours
Ail individual interviews were tape recorded. Where
appropriate, group‘sessions were tape recorded. |

Alternatively, extensive notes were kept. As well, any

~documents related to the group and minutes of meetings were

available.
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The investigator attended six coffee house meetings,
four board meetings, and one session'éach of the annuaf and
”generai meetings. As well, the:author participated in brain
injhry awareness week. It was anticipated that fhis would

~cover a broad range of NABIIS activities and allowed for a
' good understanding of the .nature of the group.

) To obtain a measure df'reliability,.transcripts of
sessions were returned id'grdub members and three of the
initial interviewees to;ihsure that the essence of the{r

"experience was being cadered | Part1c1pants were esked to

i

read through them and report back a;/&o whether or not they
were an\accurate descr\bt1on’of thefir exppr1ence

- The role of the researcher can have an 1nfluence on the
reeu}ts of this study _In def1n1ng the relat1onship wi th
those persons who were studied, two things were kept in
m1nd F1rst " there must be an eth1ca1 relat1onsh1p in which .
the f1rst concern was to respond to the needs and 1nterests
of those being studied.. The second concerns ma1nta1n1ng the
dbjective goals’of-the~study by remaining nonjudgementaif
and not becdming so;inVOlved'as to ldéevthe scientific aiml
of "the study (Isenberg, 1981). Throughdut the Etudy, every
attempt was made to heighten objectivﬁty as much as
possible. . -

The author would ljke to comment on two personal
biases. One belief is that groups can be effective in

helping an individual worK ‘through: and adjdst to a personal

problem. Members can alleviate some questions and concern$
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by sharing common experiences. Another bias is that family
involvement can have a positive effect on rehabilitation for
an injured member . Support and encouragement from )
significant others is important in the recovery process
Sampling bias is virtually inherent in the study of //
self-help groups. Membership is voluntary and made up of
persons}who are self—defined sufferers.of the problem which
constitutes\}he focus ofteach group (Knight et. al., 1980).
This study was primarily concerned with a small number of
1nd1v1duals who have Vuluntar1ly agreed to part1c1pate in a
study -of a self- help group to fac1l1tate adjustment to
"Vliving with a closed head injured person. Consequently,
although it is hoped that the results may apply to other
self—help_groups,ﬂthe abi]ity_to generalize to a]lrpersons

in similar situations is limited.

D. Data Analvsis |

- As this study is exploratory in nature, no specific
hypothesésuwere being tested Rather 'the information
obta1ned from part1c1pants are presented in a descriptive
manner | ’ |

Stake 3 (1967) model of group evaluat1on was chosen as

“the conceptual framework and adapted for this study Data
are presented in accordance w1th this des1gn The data are
examlned and described under the head1ngs of intent and

observations. The intent covers the ob3ect1ves for start1ng

the group, the anticipated process which was to occur in
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sessions, the goaTs‘that were planned_for,'hoped for, and |
anticipated.. This was obtained through interviqwsAwith““
founders of NABIIS. Tﬁe‘subéeqbent consequences.vwhatlis
now actually taking place will be considéréd the .
obserQations. This information was obtained through group
observation and via interviews with group meﬁbérs.
- ~ In addition, intent and observations were further
divided into threeVdOnditithrantecedents.'tfhﬁsaCtioné. and
outéomes. Antecedents are conditions exisiing prior to the
e;perience which may relate to fhe fin;1 resdlts. Events
ekigting before~the formation of the group (intent)“and )
prior to mémbéfsyjoining (obsgrvations) will be discussed in
thiﬁ;conditidn. The second céndition. transacfQShs. are the
succession of .encounters, 3nter§cfions._éhd the dynamics
;whiéﬁ comprise the processjof the gr?up. .Thqge were -
obip{hed.by interviews with founders (intent) and by
étfending and obsérviné Qrodb sessionS (observatibns).» The
third condition, outcohé:i'are‘the result of the experiencé
which measures the impact 6f the group,'and~Were obtaingd
through individual interviews with both'fbuﬁders (intent)
aﬁd group members (observéfions). Staké (1967) thgeSted

k4

:‘f?tbat these cHaracteristicé are often 6bsebveq~in’andjrect

AY

‘gﬁa personal way.

_.usgimmw“
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Inteht —Ahiecedenﬁe , :
‘~Transaétions. ' T ,
. . —Outcomes . - o
. Observations ~ ' , {
-Antecedents . s

~Transactions -
~Jutcomes

'

E* interview Schedule

The interview ‘schedule was based on a review of thel
literetdre of self- help~groups. More spepif1cally the:
'1nterview schedule for fahily.hembers,dae based on the ”‘
-questionnaire used by Knight et. al. (1980) Questlons for‘
both groups were then divided under the headings proposed by J‘\
~Stake (1967) In addwtion. any issues ra1sed 1n 1n1t1al ‘~:£?

1nterv1ews that had not been" 1nc1uded 1n the schedule were

~as poss1ble . (See Append1x B)

N ..




/" IV. Results and Discussion
| The following is a. compilation of the 1nterviews ‘
:,gonducteq with the five founding members of NABIIS who
. subsequently formed the first steering committee. ' The
{nterviews arelrehobted and reproduced as close to verbatim
? as possible to insure accuracy (See Appendix D). The
Linterviews are presented in accordance with the headinqs

o

* previously outlined in Stake's (1967) model.

A, Intent L S
Antecggents | '
NABIIS grew out of a famil}*qpuc§}1on group which was

'&xrun at a local hosp1tal as part of the brain injury

. rehab111tatdon program, Family members were attending a
. k4
brain, 1njury family education series which was held —

sequent1ally one evening a week. The series consisted gf.

¥§ pregentat1ons and d1scussions on f1ve tOplCS *fThe toplcs‘
(

B we‘ v

« phy§1ca:

) the bra1n and bra1n inJury. a general overview. 2)

p»dnd ADL (activities in daily l1ving)
rehibf11tat1on. 3) communtqat1on and cognvtion, 4) patient
iearéﬁanﬂ fostering independence, and seizure management, and; )
B famzly adjustment to trauma. These sessions were given
vldzafﬁy hosp1tal staff and geared ma1n1y to adult fam1ly members
iand friends. : ’ e
. Soon after the series began, there was a request from

participants as well as other nomattending family member s
“that they should get together on a'regulg:;ggsﬁs.'

e ]
£

~ 58
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part oularly because there were no support servuces outs1de } g

of the hosp1tal for brahn 1n3ured 1nd1v1duals, Upon leav1ng .

the rehabwlvtat1on hospvtal “the- only l Tons were. to go home

(Y

ﬁ\'u " oF go to an 1nst1tut1on~ Ther as no-follow up Famtlles e

had to deal with the 54 uation by themselves \\The

W

co- ord1nator oﬁ/fhe educat1on ser1es ‘a psychologist

Lo

thought that ‘he mlght get a whohe group of pefp}ggtogether

A[who would have enough energy left after the tfauma  they had .,
,,’? . 4

o recently endured«to sbart up -some ktnd of group
,#'%,; Concurrently, a grOUp of people were meet1ng at a -

‘second local hospttal every two nths They would - ‘ ;‘;a

-
4

:occass1onally bring . in a guest speaker to talk about 1ssues .

k.)

related to bra1n 1nJury,f The co ord1nator of the f1rst "Imt>

: group proposed comb1n1ng theztwo 1nto one formal, larger
group\ To f1nd out how -much 1ntenest there was, the f1rst ,/hl

organlzat1onal meet1ng tbOK place 1n November, 1982

. Through the use of ‘medical reborasz people who were l1v1ng -

' /
' l,/w1th a Qratn 1n3ured person were contacted and told of the:
. meettng As well not1ce§"were posted in the hospytal
Approxxmately 40 50 people attended from all over Northern

Alberta The outcome of the meetwng was a. group consensus’
ﬁ; that aﬁNorthern*Alberta organ1zatlon should be establ1shed |

1

to support the efforts % assist 1n the rehab1lltatton of

“°“‘1nd1y1duals w1th bra1n anUP;\\ A couple of months later -
(danuary. 1983), a second meet1ng was called for spec1f1c :
planning and to discuss andpoutltne what the group wanted to
do and the pos1tton they would take Through a request for

- . ’, . ~ . < o ; B

o ..:T . o S ‘- ! » ‘ ‘ L
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' volunteers, a smal]er steering committee was establlshed to :

-

organ1ze these magters This comm1ttee subsequently became}f

i({il ~the first board “of directors The steering c"

every few weeks to d1scuss obJectives and the basis thh '

| wh1ch to start. and develop the organ1zatloh The_gr
L was done to estab11sh a constitution, COMpT]e by~ 1awd
ob3ect1ves for submqss1on to the Soc1eties Act, and apply tof'

the government for a soc1ety s number | The comm1ttee§then

c1ded to create a newsletter and a Togo for their -

le terhead At that Lime 1t was dec1ded to call this new
/group Bra1n InJury Interest Group (BIIG) Th1s ‘was lateri"
changed to Northern,Alberta Bra1n InJury Interest Soo1ety
(NABII#) because 1t had to 1ncorporate the region, and the
word soc1ety At this early stag , NABIIS ‘wanted to let

people~Know that-the group ex1ste . They set up a ltason R

‘ w1th communvty h08p1tals, sent oft broohures to commun1ty

fac111t1es and Jocal hospitals, 'nthed-people to the

~ education ser1es, “and had a gro (o) of'visitors who were ”

} w1111ng and able to go to fam11'es wh11e they Were Stl]]
the acute@?osp1tal and 1nv1te‘ hem to use NABIIS as a‘{
resource NABIIS was not. yet rov1d1ng any services. ‘

'\';W There‘wefe many 1n1t1a1 easons for gettlng NABIIS

‘started F1rst1y. and pr1marply. 1t was for fam11y and

. ‘ 433

‘ v1ct1m support People?felt 1solated from éach other -
There was Tlttle support 1n the acute stage, 11ttle support

l\1n the rehab1l1tat1on stage and none at all once the
L pat1ent was discharged from the hospital - The fam1ly was

< | A
S S . ; K . " . L
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left to fend\?or themselves There was a strong need ‘to
meet others whom they couldstalk with who flnally,&ruly
”understooq what they were experiencing “The group was to
. provide mutual support and encouragement - It was to'he a

O place to talk about problems, as well as share successes
In addltlon, 1t was hoped that groups in smaller outly1ng
- communities would deyelop'to prov1de,mutual supbort nearby -
: without having to travel‘to a‘main‘centre many miles away.
) Secondly, communtty fac1l1t1es for. people w1th bra1n5
1nJury d1d not exist. People expressed great concern that
Tthere were no- serv1ces, nowhere to turn A1though there_g
fewere facilities for many other d1sab1l1ty groups. it W%S‘ \ '
L felt that-people with a bra1nf1nJury had very specific needs S

‘that could not be met 1n other s1tuattons They‘did not
eas1ly f1t in w1th the mentally i, mentally‘retarded or .
‘ the phys1cally dlsabled It was thus necessary to establlsh |

specific centres for bratn anuned persons. Thls was to’

'.‘1nclude long and shoﬂt term hous1ng arrangements such as a

| n]therapeutvc group home where they could go for a ~day or _

\Zlonger and be superv1sed, as well as an out. of hosagé?l
_edu0at1onal and vocatlonaJ trgantng centre : bnt o
Th1rdly, there was ‘a need'For publ1c relations.. Dne,of» hif

. the méhy functlons of the group was to promote publtc o ~“~%f'

"awareness about bra1' 1nJury, 1ts consequences and effects :
'gIt was tmportant to obby for - the needs of the bra1n anUPed

3and advocate for ap roprlate serv1ces
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Fourthly,’there was a need to provide g 11brary and .
resource centre for basic 1nformat1on Few families had any
;1dea of what they would be facing once the injuredvoerson
was out of 1ntens1ve care. They received little~informat1on‘_
- of what to expect and much of this was in medical terms .
mak1ng it difficult for them to fully comprehend and get: a
" realistic expectation of the future. As well, in the- _
initia] stage after the‘injury, being in a'stagé’otvdenfal
many were unable to believe what they were told of the wide
range of sequelae that were to follow. NABIIS was to
dt prov1de the service of going to the hosp1tal to talk w1th
- hew’@‘m_]ured persons and the1r famihes Th1s would be an .
opportun1ty to make them aware. of what exists in the, d ‘
commun1ty,_what is avallable for the1r use,«and to te]l them
E that theQF was an educat1on ser1es, and a l1brary ava1}ah1e g
“for their use The resource l1brary would result from
research1ng what was avaalable in terms of rehab1l1tat1on,
relmeﬁ.-recreat1on;‘education. all avavlable programs and'
faoiiities Th1s 1nformat1on was to be put into a reference
',f11e for publ1c use. B E T “ : ,M
| Flfthty,‘NABIIS hoped to be able to provwde a, reg1stry
" of names avallab]e for other head injured 1nd1v1duals and
the1r fam111es Thts was espec1ally 1mportant for those who, :

'flhyed 1n smal]er outly1ng communwties This would a]so

DPOW1de ‘some stat1st1cs on the 1nc1dence and*tygg of 1nJury

Transact1ons

. b“
i

AN | .
, ¢ _v . . : N ‘ ‘;‘Q.
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'f ltiall? th%re were to be both professdonals and
family members aztively involved inﬂkhe group

Professionals sa the»lacK of facilities in the community

and reccgnized/khe need for the group. and were more than

-.“willing f& helb it get off the ground There was a
L

psychologist..a hurse and a phy51otherapist The nurse
provided t?e contact with the other hospitals and acted as
| the hospitdﬁ liason representative ‘ In the early phase the
professional$ were the backbone of getting NABIIS started.
As the grbup progressed professionals were to slowly pull
~ away: into the~background as family ‘members were to plCK upv
‘and move forward on the%§?§wn Key Roard p051tions were to
be held by family membecs}as the focus of the group was to
deal w1th and respond to family concerns. The role of the
' profe551onals was to be supportive, back " up the group. in its
, endeavors, and tﬁ offer and prov1de any requ1red 1nformation
B in their areas oﬁkexpertise They were to Keep the group on
the track As wgll they had ‘more access to people in the

& .

“acute care hospitals « ‘,J}
LR ;«\ ,

The group was to- initialuy meet in a local hospital
which agreed tobprov1de them with a meeting place and some

‘ essential SerVices such as duplicatigg and" audio V1sual ;
equipment It was antlcipated that the group would soon |

) raise some funds;to allow themselves to~set up elsewhere in

the community 'M:ey wanted to move into their own space
y outSide the hospital to allow themselves to gain and -

establishntheirtown identnty. Funds were to be obtained~

-
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. from donations, membership fees, and eventuaily. BINGOs.
(See Appendix C for a chronological development of NABIIS) .
’ Initiaily, members were recruited through hoSpital

records. Those who responded to letters were then put on
the NABIIS-registry Famiiies of brain injured persons were
contapted and told about the beginning of NABIIS |
Part1c1pants in the education series were invited to join, v
newsletters were sent to families who they thought may.be |
| interested, and brochures were sent'out to hospitals. |
bOccas51onally other community hospitals ‘would refer people
to the group phy5101ans who worked with brain injured were
sent. brochures to be passed on to their patients, and most .
of all, thb news of the group was spread through word of k” A
routh. ‘, o

In'April 1983.~1t was deCided that meetings would take
the follow1ng form. Therevwould_be.a monthly.board meeting
to discuss”bUSiness.'quarterly generatl meetings, and an
‘annual meeting - These werei open to ~anyone who had an
1ntenest. Later, as there was a strong demand for a time
when they could help eachvother rather.th?n talk bdbinessi
support groupS"for injured persons and family members were
to begin and meet oncg a month as well to give people aldb

, "chance to meet 1nformally These were to be in the form of

an-informal coffee house ‘Discussion and socialization were

to dccur. There wene to be various guest speakegg fund

'raising act1v1ties, and possibly some social events that
would become yearly actiyities. As well, it was h6ped that

S el i
Btite .
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. some committees would be formed to, get more people involved
' ¢

and help spread the work around.

wil

%_“ The centrai theme %AB’IIS was to provide emotional
wf‘

L&~ vsupport and to be a fam support service. The primary

»5!!1 goal,~ ¥ the effect the group was to have on its members,was
’ to drovide a sense of community and a sense of identity It
i was to give the realization that members were not alone to

face their Kinds of problems It was to provide the
' }opportunity for people dealing with a similar situation to
.“get together to talk about it. As well _the group was to
.‘;provide a place to share frustrations, encouragement and
support "1t s important for members to know they are not
alone and are not helpless ‘ As one person who was
interViewed said "It's very lonely i When you are lonely,
‘you get discouraged. and when you get discouraged you give -
Tup. The idea was to reverse this process“ Other short ‘;
term goals included prov1ding a registryN resource centre. )
: and public” awareness through advertising, brochures, and

d

‘posters. | - R e ¥

-
As well, there were many secondary, or Jong term goals

‘NABIIS hoped to. branch of f and prov1de local support in .
smaller commﬂnities. The group hoped to establish immediate :

and ongoing coUnseling for 1ts members to be prov1ded by a “47:

.

~mental. health profeSSion;l qpo was familiar with the

prevalent issues They wanted to est?

| to relieve family members fdr caring fbr the nnJured member

'ish a relieﬁ'serVice

[ . : : RN N R Lo AN O A S . .
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on a constant basls. as’ w ll as. a type of ho J/; or day .
care ceptre where 1r{jured persons could be sﬁervlsed for a '
‘full day. Thls facillty would incorporate a program to help
| persons jmprove their skllls in thelr areas of weakness. and
some workshops that may eventually lead to job placement |
Thvs facility was to be,community run rather than hospltal

based Also, NABIIS‘hg?ed to get some research golng and to_f

ot . . - .: A .; . .
5. ‘Goservatiohs 0 o

'
i

Interv1ews w1th the 10 fam1ly members. and observed

- group sess1ons, have been complled'and can be reported as |
follows Aga1n every attempt wasﬁmade to ma1nta1n accuracy_A”

by us1ng the words of the partlc1pants (See Append1x E) B

Antecedents

Fam1ly members learned" about NABIIS 1n a var1ety of
‘_ manners Commonly. for seven - famlly members, the first
ment1on of NABIIS\was made at. the rehab1l1tation hOSpital
_t’l Through meeting w1th staff persohnel who . worked w1th the
head 1nJured they were told about the group, One person -
’ was told about the group by the soc1al worker wh1le sttll at}
the acute care hosp1tal One person saw an artlcle in theﬁd
local newspaper about a fam1ly who was.adJust1ng to a head ;
1n3ured member, called them,fand was- told about NABIIS 3ust
starting to get underway Dne 1nd1v1dual wanted to get a
-group. started, called the hospital and found out that NABIIS ..
;ff;; had Just had 1ts first meettng’/
S

. .-‘ . - L. b S S \“ . -
L A . - L B : . '



.. two of these became involved‘in founding the group

- | 87 .

Three members Joined NABIIS at the very beginning and

'.,(November. 1982). Two Joined in early 1983, two joined in

Spring. 1983 ‘one 1n November. 1983 ‘one in early 1984, and
one in Pebruary 1985 All 10 said they anttclpated their
xmembership\to be permanent, as head 1njury is forever

The common thread of why people jo1ned NABIIS was
because they found others who could finally understand what
they themselves were go1ng through It was a place they
could talk with others and share common exper1ences
L‘Part1cular1y when .a spouse was injured. and the support and
sharing was lost often feavxng ‘one feellng very separated

;;meet1ng with. other spouses helped one through Those who\

':Jwere strugglwng to cope with a recent 1nJury felt they

‘ needed to hear what others had gone through dust 11sten1ng

'“‘ to them—made them feel 1ess alone that they weGF not the

{‘;w?‘on1y one feel1ng as they d1d EspeC1ally when fam1ly and

l_fr1ends do not stay around JAtsis: good to have others to 2

“talk to. R | R

_ Some were lookfng to learn oF ways and means to f1nd

'wprograms to work w1th 1nJured members. and were look1ng for

“any 1deas and 1nformat1on that they could use It was a

‘”searchlng out to hear what others had tr1ed what WOrKed and

iwhat did not It also gave ‘a sense of fel}owsh1p . | A
: Eor two 1nd1vidua1$,‘the memor1es of what they had gone é?
through a few years earller were strong They had managed %&
to get through an extremely d1ff1cult exper1ence and feltg% 11:

w . ‘ e
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there must be some reason for the accident something

iposwt1ve had to come out of it. Consequently. they got
1nvolved 1n4iABIIS and are trying to promote ‘the group and

‘ estab11sh much needed facil1ties One mentioned that if the
group was going to help others, she would put her best into
'itﬂ Three people who felt the need for this type of_
organ1zat1on hoped that the more backing the group got, the

better chance it had to, develop and they wanted to he]p

support it. . }f AL ‘ v o
. S /t‘\ o S A
Trgnsact1ons » N L § ; el

4

Those’interviewed attended as many meetingsuas they
could. For thnee families, there was the dtfficaqty'of !
getting'a habysitter which often Képt them from attending
© some meetﬁngs.. The most widely attended meetings were the
annual and general meetings, and nine out of 10 people
‘interviewed attended many or-all of the coffee houses.
Those‘on the execut1ve regularly attended the board
meetings. Each individual’s contribution varied. Again,
most‘attended'whateVer meetings were possible. Ftve were
board members and regularly attended monthly meet1ngs Six
vo]unteered to do occas1onal BINGOs, two ‘attended BINGOs
regularly and consistently. One made a signtf1cant

contribution by desqgn1ng and putting the news letters .
;together'wh;éh are issued quarterly A1l volunteered for
>~commun1ty events whenever their time was needed ~ Some
“volunteered for everything. " For ?xample, for the first

public awareness week many hours were spent on their .dove
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day drive (passing out doves mounted on orchids for |
donations). sitting at a booth dn a local mall organizing
public service announcements on radio. television “and
newspapers, and sending out letters to sources in the
communi ty. | ‘

At the monthly coffee houses, attendance usually ranged

"~ from 20 to 30 peopie, one had eight people. For five out of
. ‘ 7 _ .

six meetinosveveryone present met together For one when
there were over 30 people the group split into two - those
who. Qustained the brain injury. and fam‘lly} members » There
_lhave typically been mostly inJured males, two or three
.injured females, two to five family members, and one or two
people who ' ‘work with the brain 1n3ured and were. 1nterested
in learning more about them (1 e. .representative from
Worker's Compensation-Boardl At one coﬁfee house there was
a slide presentation on a recreational program followed by .
informal discussion and soc1allzing Coffee and snacks: are .
always served ‘

Meetings were friendly and informal The format
generally con51sted of all participants taking a turn to.:

1ntroduce themselves and talk about th acc1dent the course

of the inJury. what they were presently dOing, and how they

- were feeling about themselves This was particularly geared.7

toward new peOple . People were willing to share and relate
personal experiences " The s1ncer1ty and understanding witl‘

which peOple listened to each other was apparent
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Although many participated in ‘the discussion, ‘
definite: leader emerged. Th% ieader was very sensitive and ;
warm 'and had a good sense of humour often sharing Jokes and
g;telling stories. He was very willing to share his own
experiences. proVide information'when appropriate. and.

contributed to the group running smoothiy Often, members

N would share information on var{ous community facilities and‘

programs and upcoming events. They: talked about personal
'difficulties. for example body changes, loneliness,
| thoughts of suicide, and fatigue. Topics of discussion
v;ried'including rights of injbred persons, insurance
poiibies, lasting consequences of brain inJury, the needs of
the brain 1nJured and sports. o J |
There was one coffee house that oniy eight people
attended and 1t was led by a professibnal It was somewhat'
'?'different in that every one participated. There were two
‘head 1nJured ind1V1duals who before, had not contributed to
the discussion. This evening. howeVer they both spoke
‘ regutariy, shared their feelings andctheir own experiencesyd
‘i%bout the conseguences‘of thejn injury. This may be -
attributed to the smallness of‘the group and the structure

added by the profe581onal leader

When the coffee house split into two separate groups, 1

s J01ned the. group W1th famiiy members No leader emerged.

Everyone spoke and contributed to the discussion The
’meeting began by focusing on.a member whose husband ggs

frecently inJured The group provided information on'“

e .
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A

naavailable«eommunityméeaourea:indwoffered support andf ;‘,H\NE;
| encouragement They appeared pleased to be able to help -

”. someone else especially since the information they were

offering her was not available when they were facing their
" own family member’s inJury. Discussion then moved to events
_ﬁthat were coming up, fund,raising activities, and what they
hope to accomplish in~the near future. o

ﬂ Coffee houses were friendly social gatherings No'
' pressure was put on anyone Each individual could choose to
‘contribute Some sat quietly and listened Occassionally
-people would split into smaller groups so more than one
conversation could.be going on at any one time. Sessions
tended to last for two hours.

Six to ten members generally showed up for board
meetings This included the pre51dent vice president,
_secretary, treasurer, a hospital liason representative. and
one or two information committee representatives '
Occassionaﬂly, someone who had an 1nterest in NABIIS on -
'brain injury would attehd as well . Various bu51ness 1ssues
were discussed including the treasurer S report on available
funds and their—allocation _planned events. activity
reports, community response to the group, and an update from
all board members. It was always led by the president but
anyone was free to add’ input and 1nformation and maKe
‘ suggestions oy | ) |
-{ ~The general and’: annual meetings tended to be larger
than the monthly meetings Forty to-fifty people typically

. T
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é ti:ended Bne general meeting. ‘to ‘!&lck off brairulnjury

- Nw;J‘ ess ‘week, had’ about 100 people. many ‘of whom were new

- to NABIIS, had not beepn to p:;yious meet tngs, and had not

: been involved before Th? format inctuded ‘pne or more of -

\\\' the following guest speakers talking about issues related i
to the brain injured, a guest panel pn community services
fiuns .and disQussion - The annual meeting. in addition had

eﬁﬁctipns‘for executiVe positions for the year to come.

and talking with ofhers g
Hvﬁfw Perceptions withfrdaard to the roles of professionals
" in NABJLS varied. THree thought they were not tnvolved

These meetings were informa) with time ab the end for coffee

L I DT

A

< enbugh and,neally‘did not have a large role to’ play. At the :

;1h‘same time they were aware thaf profess1onals have limited
'etime and energy*to g?ve Generally, family members knew
| they were alwgys thene for support anq 1¥formhtion Three
: pepple felt that it» was 'mo%tl-ly famaly menbers who were .

:\

T
making NABII$pgo hﬁ& the*professionals wer&mh strong backup.

prov1ded struciure, information andtdirection T was

'I

suggested ihat wgife Professzonals have their role it was

N‘dl\‘ e',

“the familx.involyément that is vital - Professionals helped
get the ngUp skarted now fam\lies can carry on. but’ they |
are always in ;he background and oan be counted'on when_ .

o

suport 1deas, or opinions are needed

* Two 1ndivtdqfls thought they dld give input but- it Was _;w

vtoo clinical and hospital related, or they were inclined to

Aquote the textbooks St was suggested that in some ways

e . . - T, » ; Q
% R } - i
) & - : , , .7
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"thetrlrjewpoints were too shorts1ghted ‘They did nqt\have'
“any gdrlct attachment to .anyone with a.head anury They

‘fdid’no"?always listen well to whatcfam1l1es had to say once Hﬂ

. . . . IR Y
{o patlent was at home - S - 5" . .

Oné‘person feﬁt the profess1onals were dq1ng very well
were actﬁvely involved and comm1tted to NABLJ§ s1nce they
strcngly felt the need for the group She felt NABIIS had
good coopenation and support from/ﬁosp1tal staff F1nally,

1t was thought that althougb some profess1dnals were

. @ involved ‘there was no 1nVOlvement from phy91c1ans. and some -

NABIIS members would l1ke to see tAem tfh:ga‘greater}",

+ i terest ‘f' »"~;‘j7v 7.;‘ ’.1\ o
wa e g |
The most common“respon Jto how | NABIIS has helped 1ts;_

Vo
members was support hav1ng others to talk with, share
-

= problems w1th Knowlng that they. were each rot alone w1th

their problems Other REC

go 1nto lengthy explan:

was gotng through Even when eXtend d fam1ly were ‘not-

ava1lable for support one could go to NABIIS and f1nd that~
L ‘a. stranger w1ll care and understand It helped fam1lyv».‘

members—accept thh had happeneds A second common ahswer fll

h—

ﬂ%._” was t at 1t.mms a plaee to get bas1o 1nfgrmatf6n on how

others are\cop1ng, 1nfonmatlon they had gathered regarq1ng
ava1lable programs and servlces 1n other c1t1es N’th1rd
response was the involvement Tnutry1ng to do someth1ng r

wqrthwh1le abo&? the drff1culty, 1n try1ng to create new
oW

'v L : R Lo : N - . 'wv_.'
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‘ple«unders%ood thhout hav1ng to 0

Jons. They knew exactly what one.

-

- '*.’
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‘-programé | iIities to offer others 1n the' futu e. Two

, members‘ci ,zn‘ed on the- feeling of accomplishment they fe1t~ |

" every time NABIIS took 8 step forward feeHng that thetr

‘workK ‘was starttng to pay off A:fourth-was the~personal h

“; sat1sfact1on der1ved from helping other people expertencing
more recent 1nJur1es As well this took attent1onkaway

from themselves . It gave them someth1ng else to think

h about. somewhere to put the1r energy A flfth benef1t was
h the soc1a11zat1on aspect and the enJoyment of spending a”

‘n1ce soc1a1 even1ng with fr1ends S “,; - h""g‘“i

‘ S1nce 301n1ng NABIIS each felt more knowledgeable and

'; fimore rea11st1c about expectatlons Some sa1d that they had

&

" to lower the1r eXpectat1ons for recovery. and one commented

B : t
E that 1n :fme ways she real1zed how lucky her famtly member’f

",iwas comp d to some other 1nJured persons _ Being a part of

uhithe group made 1t easier to talk about the 1nJury and

-understand some of the feeltngs,\for example shame and

‘ T B ‘} @ PR P L .
,gu1tt that may accompany 1ﬁ Lo i o o
» wﬁ‘f ¢ &m& . N s J .

Atthough 1t was agreed that NhBIIS Was meeting the

: l
'»needs of 1ts members, some l1m1tat1ons and p?s51ble

LN

1mprovements were mentioned The pr1mary ltmitation is lack .
»of funds Flnances are needed to get fac111t1es such as. a
jrehab111tat1on Center, a centre to prov1de day care and a“;

?“jﬁ,retra1n1ng program and courses To get th1s, it was ;

'3 uggested that they need more pol1t1cal clout and contacts

R

[_As we11,,an execut1ve d1rector 1s needed to oversee all that

' ¢1s'happen1ng to 1nsure that the group and tts events wou%& j

;‘T R i )' .
A )
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run smoothly and efﬁectively. and to. gulde and steer the

volunteers 1n direction As one person said “there are '
too many India‘s and not enough Chiefs" i A profestonal ;
counsellor is needed as well to help famlltes deal with o
thelr problems. This person would need to have a good

";; understandﬁ%g of the issues related to brain injury. One

. person suggested that N%&}IS needs to’ 1ncorporate a '

volunteer program to work with 1n3ured members ' on.a one to

. 4

s one basis It is also necessary to have members get

v-w'p 1nvolved w1th fam1lies 1mmed1ately after the acc1dent in- th
o ’ . ) ‘, . -y

very early,stages

[ RN

« . Two 1au1v1duals suggested that there was noth1ng

d1rected toward ch1ldren and teenagers NABIIS was' b

B

b3
primartly for young adults and adults w1th l1ttle@attent1on

‘”Q

pa1d to the needs of younger people ' Wh1le they feel the
effects of hav1ng a s1bllng or parent with a head 1nJury, |
they are often left beh1nd ‘and neglected Another ’ e a:~”
suggest1on was made 1n reference to the coffee houses ‘,Two

people feﬁgﬁthat there s& always be two separate ' Y
g . ¥

meettngs1 one for 1nJured persons and one for fam1ly members/'

to allow for fam1l1esLTb sharevmore w1th each other. ' One
suggested there should be three separate groups -'one for

" victlms. ‘one for parents ang spouses. and g?e for sibltggs .

4? and young chtldren of 1nJured persons As well §he coffee,}u

house md§t1ngs should be a littte more organ1zed nd have

more leadership to fac1l1tate d1scusston as a whole rather N
.‘m‘?v ‘7 o

than havtng a few. separate conversat ons" 901ng at once _

- - v‘ ST . ‘ ._:v’ e F.'lri

[N
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There was, as well, a recommendation for more socializatton._.

Three persons v01ced a concern that the people who were~ ‘
e »“%“l.}“

I £
ul

‘so actively involved with NABIIS from the beginning were
’starting to tire out. More people are needed to share the
'-responsibilities There is a core of workers who do more-w
‘ rthan their shar@® and are starting to resent the time they
‘are putting in. Finally public education is needed in ;
.terms of speakers going to schools. and presentations to o
‘vgovernment on. the 1ssues concerns, and preventioa of head 0

binJury o ' ". S T

B . . P T . -
weal N . co R :

"C co"t"bUtibns to the Literature S *1 ”'ji““

stands Qut There are few other reso' ces in the;country
that’ provxde the pub f_' . : ;
‘ support for head ‘nJured»persons .nd their families that is
offered by this group They are leaders 1n the field of‘
“establishing the basis of a’ sound organization w1th alot of
;_potential 3 Other groups can follow the lead 1n its n
'i'structure, form§¥ nature of‘support’ profe551onal

iinvolvement, and opennessl They have as well made peopre

R

: wvaware of this local group -as part of the community,'its f

needs and 1ts goals,'in the. rehabilit!tion of head - injury
In addition to the literature on self help groups. this

_”study contributes to the literature on families it; 5 _;l

i
A .

. &SUpports the theories of family systems and family

AT} 4
X . ’ ¢ L
S &
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1nvolvement 1n the betterment of one of its members

\

| Getting the family involved in tbe recovery process while

.77.‘,

\providing support and endoUragement along the way
.facilitates adjustment for both the fam1ly and the inJured
1ndividual As well, family therap1sts can become more
aware of the impact of head 1njury on the system and provide

<nguidance and directlon for families requiring ass1stance

»

The ltterature on gro

‘ counse111ng points out how thws
ftechn1que d1ffers from : il group technlques (Ohlsen, |
5‘1977) However. resultswgf the present study ind1c Athat
'Vthe criterta for group counsell1ng and for a sed f- help group

-
Te. owerlap Ohlsen (1977) outlined a-

“ number of features about grqup cqubefllng " He' suggested
that it is based on a learning modeltghart1c1pants are.
"encouraged to openly dlscuss thelr feelﬁﬂgs, recognt‘, theﬁ

12

o potent1al to defme goals and cha%:)ge to des1re*new“*

,
hvbehav1ors Conf1dence is put into the part101pants abil1t -

i 7to accept respon51b111ty, and 1t is necessacy to adJust and

\

’rfsomet1mes change ‘their env1ronmegt,,xElements of group

.:} counselllng igg1ude deveIOp1Ag the relatlonship, d15cuss1on
;of feel1ngs def1n1ng begavréral goals,_shar1ng successes,
;and growth As profess1ona1 couﬂselloss fac111tate group
;counsel‘tng th1s has imp]i at1ons for pbténtta]ly
1ncreas1ng their 1nvolvement 1n meeting the needs of

- A

,self help group members
P



| lobbying to ra}/e funds for gg301fidm;ervic;s and ?,}
h, fac1l1t1es o . @? éiv‘v;'i s ".V?
Cohes1veoer l$ a maJor factor tn d v ng group’
The’ -

'ﬂ

~

. others who can share their own experienpes This informal

N .
. h@ u"'\ e

¢ cooperation;-]

V. Conclusions and Implications

NABIIS ‘appears to be.a cohesive self- help ‘group’ whi‘h

is a source of help for many difficulties for its members.

It offers a peer- model of providing support aid and

1nformation based on mutual ﬂbentityt Through finding
others who Know and can understand, it encourages

2

communication and other . interactions. an provides access to“

1]

secondary group satisfies both- the sociowemotional needs ofg}i;;«

its members. as well as being task- oriented in terms oﬁ

performance (Freedman et. al i 1981, &i*

flerform in =
£

moPe effective the group 1s NABIIS had a:

group. the better memb*“f

" more cohesnve:

few members who form a highly cohe51ve subgroup Howevér fﬁ

thpre are many members who~have minimal part1c1patil

larger organization ‘As’ well the more the group céﬂ&draw 55*1‘?
\ .

", on an ind1v1dual s resources, thewmore effect‘ye it g 'v-jgf~"’

. resources are not being tapped ,f . ‘5, v 155~ ;\

B inJury. the litepature on the effqgﬁs ion @ family was

kS

(Goldstein 1980) = If members are not actively ;» .~‘_ﬁ‘f> .

tpartic1pat1ng aqg%feeﬁgg lack of cohe51veness, their

s
o

Through stuinng a self help group 1n the area of head

&l

Strong‘y supported Family {_,"'5 'indjcated that the ’

1n3ury disrupted the1r>lives l térms of existing roles and>ff 5

Ve }, :

78 o



@@%v“& Gussow.’1975) (NABIISFits” in with the *1iying with‘;;"

a

w'“abandonmeht by extended: family and’ frtends wes evidegx“
- (Lezak, 1978) o PR IR _«.'.__"’

o :.rcoping as*-we]l a%'to recewe remforcement for prmm:’% |

. jhelp was also ev1dent (Katz. 1981) :

“ shar#ng between themSelves (Blazyk. 1983) ‘and isolatton and

R . .y . i [

i NABIIS fits in best w1th typologies offered by, Tracy R
and Gussow (1976). ~de ’Gartner and Riessman (1977) It

provides mutual atd and assistance to members in dealing‘"

with adaptive problems 'resulting from d1sabthy due to

' 'Hlness disease or other health rel*ated c‘sorders often ‘

lead‘ing to residual impairment and chroqtcgisabﬂrty (Tracy

7

grOUps Meetmgs prov1de a soundmg board for memb rs tq

N B
v .

learn to dev1se to oons1der, and to» test new met,

sa.ttsfymg» adJustments Menbers express a sense of comfort

1n learmng that the1r grief, pam, and everyday i ' v
dtiiiculties Were not unhkeﬂnose of others (Gartner & ,‘
P P :

Rlessman. 1977) A _‘ iR

.

NABIIS clearly prov1des support mformatmn and

nowledge -and. adv1ce (Rlchardsori & Goodman 1983; daques &

Patterson wt974) personal shar'ing{ educattonal,-social, a'nd

LS recreahonal act1v1t1es, ‘and’ lobbymg (Romeder, 1982), and a .

sense”' of belong*ing for groue menbers (anue@& Pa‘tterson,

1974) A Remprom ty m terms of bdt'h givmg and recewmg

| A nunber of statements can be made 1n reSponse to‘ the
research questions Firstly, wit‘h regards to the 1mtial
og vag,‘of ﬁgroup, a self help group ‘has the potent1a1 t%@

R 4
B . K «v‘ . iy v - .
g S B
S .u“". s P Cox :- - . - "', : A Lot R . B

N
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aéyelQp lf'several ‘people indicate a-prbblem‘i'ta and take ¢ 2,

\an infﬁrest An working ””ard gtarténp up’ a group. However.

" it appears that those _ are acttvely 1nvolved in the'early

stages tend to malntain their involvement Although noq\

members are always joining.?few become actively involved ’;fw
ﬁi“ "As ggll the pr1mary goal the group set out to achieve was
P AR o ) A
”~%_’to‘grov1de support for 1ts members ﬂ' i”"' o 3

w . Lt ‘ ' A -

Secondly, ij; "ms of the nature ‘and practices of the

' J ;‘an €4 g
¢ il
meetings.

gn the e rly years. the group s intent and

| ever"iposs1ble effort to meet their goals. Meetings wer g,f)

informal gather1ngs allow1ng members to share idea§ R
A R
rnformatlon. and feelings | \\ !' .
. 2R |

A
Thirdly, and most lmportantly, 1n referéﬁce to the

adeStment process members, hoi_finta1n an active
’ *

‘feffectlve in satlsfying thelr

1nvolvement feel the groug_

if‘-needs and can fac1l1tate their adjustment to a novel’

s1tuat1on S ‘] - ;,;f ‘ RCR

| s A well, séVeral Post ‘hoc hypotheses can-be f rmulated

ure of thp self- help group,_1ts 1ntervent1 ns. and

iy e @ /

. supgort can fac1l1tate a healthy and sat1sfy1ng : Justment ’
‘ipraugh the learn1ng of spe01f1c recovery .and management
strateg1es Furjhermoce»'through self help groups family |
rﬂoers can ass1st the 1nJured members to live up to thelr

fullest potentlal g1ven intervent1ons in the bome. and

%

family W1th reference to env1ronmental influences.‘as they

too greatly”effect qecoveryu actlveuinvolvemenv from f%mily

T
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members in design1ng therapeutic 1nterventions 1s .j \‘l‘
advantageous Finally. the recovery mechanisms which fami ly
ers may be able to Utilize fol]ow the functional

"radaptation theory. ,ﬁ Y TR

Iticannot be disputed that the recovery of functions

following a brain injury ig a complex process ‘influenced byr 'q
many factors As f :llx&n‘\egbe:s of a self-help group, it ik"
inportant to be aware sd? the patterp of recovery and the | o
factors that mfluence

Adiffer in the tﬂnemn

injury In,jured persons will o

ﬁ;}‘

. _ ut"‘of recove:ry
R s L NodA
G uAge, for example ;ﬂ‘s an important 'variable. It is We]l‘-‘

's

| recogmzed that the e >

; T f
drastic in ch1ldren M 4

dults. -Given corm}arable 1es1ons,
younger‘personsymlhv&owhless behavioral d1srupt1on and ©

of conparable leswons are not as

‘less severe irrpairmeqts, and will dtsplay better reoovery
'(Goﬁen. 1978-7 %his ﬁs cons1stent w1th the Kennard

prmciple whié} Mqates better recovery m’younger people

(Miller, 4984) f@ner r
with younger 1n3ured mgnbbrs 'bap utdhze env1rdnmental

-‘“fhm{ ly members who are deahng o

wd u %

o manipulations to a greawr‘ effeet than may be the case Tor

older membef‘"s R Ve

Time is a second mgmftcant factor ~ Older sKl'Ils are ]
‘Yess‘ affectéd and rectSver more qQuickly than recently
acqu1red sKills., Th1s relat1onship 1s referred to as
Ribot's Law (Miller, 1984). The- longer the time elapsed
from the acqu1sitton of a skill to the time of the bram'

D

inJury, the less »hkely it is to be d1srupted. and, 1f

e

™~
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|

. disrupted, the ‘better it.will recover. e

&

Handedness. 1ntelligence. personality

motivation.
_ general health emotional state, and the e;:;nl and site of

E the lesion can’ effect outcome recovery as well (Golden.

-

1978 Miller, 1984) , Hoggwer. objective data are lacking, '
and m0re researcﬂ‘}s needed to determine the relattonship

between these variableg and the recovery process.

‘{.f.' There is ev1dence that environmental manipulations can

@'have an- effect on pec0vea

, fh_ encourages the idea that
DSYCh°1091cal 1nterventions‘may bé.of great value in the

rehab1]1tatton of brain tnjured persons (M1Tler. 1984)

‘ Furthermore any tnterventions that 1nfluence the extent and.

| rate of recovery wwll be more effec11ve the closer they are
appl1ed to the t1me of the 1n3ury Th1s has been éhown.tn‘.
an 1nvestlgat1on carriéd out by Cope and Hall (1982) Those
who en%ered act1ve rehab1l1tatton programs later needed .
tw1ce as long before con51dered f1t enough for discharge

Early therapeut1c 1ntervent1ons are the most ¢ efflcaCtous

¢

o As- hell hav1ng to unTearn maladapt1ve strateg1es that have

. spontaneou}sy developed can be. av01ded f . fﬂ%
S -
) ‘As’ a self help group is a form of: env1ronmental "
. 0 ' 1 1

mantpulat1on and is seen as a therapeuttc 1ntervent1on. itQ\?
K

\

can be hypothes1zed that the ‘sooner fem111es and 1nJured

persons become 1nvolved thh a group. the sooner thay can

begfﬁ'to learn and share with others and: begin the recovery )

»process.. The 1nJured person s family and significant others

play ma jor roTQs in. the social env1ronment They can



. S
_provide support and motivation. or sabotage recovery-through
'indifference and reinforcement of the’ disability ( qun.%
1978) . Getting support and guidance early can be elpful in
leading the injured membee tdumrd healthy recoveny . |

‘ " Three groups of recovery mechanisms have been
vpostulated to explain the recove}& process 1n a head injury
(Milier. 1984) These are the artifact tneories, anatomical
reorganiaation. and “functional adaptation ‘The different

1Lplanations are not necessarily mutually exclusive. ) s

o L J
4 The- artdfag‘t@ theories state @ha e lesions will
gdestroy certain tis e with the\iqg of those aspects of

behavioesfcr which th 1oning of the d&stroyed

, area is essential" (Mj. 34, 5. 57). This primary o
) defic1t is generalix permanent. .‘n addition tenporary ‘
' disturbances in the physiological"functioninﬁﬁof other partd ’
of the brain are produced"andnresult in secondary behav1orai !
.impairments. Secondary deficits recover as theitemporary ,
digruption-is resotved. Functions under lying fhese
' secondar( deficits are’ repressed or inaltivated rather than_a)
; - lost. Recovery is thus an artifact’ in the semnse th 7
\\\\recovery implies that what has been recovered has been truly )
;

"i lost rather than 1nhibited or- suppresed

e

-

The~iecond theory, anagomicai reorganization, suggests
“~thet when ‘damage occurs to‘one part'of'the brain recovery \
" can take place by means of other parts of ‘the brain taking
“over the functions originaily subservea.by tpe damaged
_ parts"” (Miller, 4984 p. 59). This Assumes some degree of



i."iggaiizauon of function. e S T R
The third theory is functional adaptation /This
, approach explains the reattainment of functions as goala o
rather than the recovery of the*means by which goala are |
achieved The injured. person may be abtle to relearn the
ability to achjeve a certain goal affected by -neural damage
NG

by means oth those originally employed“ (Miller._

11984 p. 60). For example if one who uses’ tactile feedback
“to tie one's tie, and thi% skill becomes impaired one can ',lf"»
then try Visual feédback to accomplish %he same goal
| ApprOpriate directed training may be. of considerable value
‘_in enhancing adaptation following brain damage L' ”
_ Two different goals of .intervention OUn be described
The first. restitution, implies‘the full:gr»partial recovery
.of functional capabilities The second amelioration, is a
Q:)" more limited goal and: is concerned with assisiing the 4‘_.
anUPed indiVidual to function as well: ‘as possible desp te
the disability Amelioration is a much more potdgﬁially j,“
attainable goal than restitbtion for any psychological
*intervqnxigh ‘directed at the management and rehabilitation
] of the brain injured (Miller 19@4) It is the goaﬁ
ame?\oration that family memberg of a self help group can
work toward achieving with their inj red member Group T a
<members can discover and share specif c strategiesSto help |
".the inJured indiyidual better function\ Amelioration is
ﬁ&best coupled with\:he functional: adaptation theory of i“i

"5 . x‘r .." _1,;’7 »‘ l‘
. recovery ' T '

e A

. . {
- B B o T



W’h

‘Aﬂl‘tipr*ht‘im .is directed toward prsotical things that
«i’amilies cen do uhich are geared toward carefully selected

tanget problems Fcr exanple making lists\ as an aid for

: poor méiory, finding alfernative ways oﬂ-.reaching .tpe same

) "‘:"goal adapting the pnvironment to suit the needs of the

ST
oA

P ‘clearly proves t%be gpowing and movmg in the direction

"_agreed that a main reason for Joining ‘the group was for S

injured person, and using .imagery in verbal learning and
retention Behavioral techniques including anxiety

reduction as well as cognitive techniques such as proW .

' solving tasks can b'e} used in amelioration of resulting

'personality and behavior problems Each intervention needs

to be carei’ully selected for the needs of. the individual

R . .
».' ; ‘n" .
Tt T ' oo ) S
. .
.

A.- Intent versus wservgtions ‘ PR S | .

Bearing in mind- that NABIIS ‘is a young group it

that it was 4ﬁ1tfally “propoé'éd for Its 1ntent and present
observations are clo$ely paralleléd Its basic philosophy
and- goals "have not chan% over time. The main focus v‘as to

‘provide supﬂort for families learning to live with and adapt

injury)in one of its men'bers Participants alf/

v .

. ” ..',_litation l/M
were,rew referrnls -ﬁrom\,othegé agencies or

". | pis may be'a function of the newness of the

\

/A = . - -
M ‘\ . " b

e
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bartioipants eXpected their membership*to be permanentﬁp
Thie is in contrast to the iiterature that suggests that
self-help groups are often temporary in nature. "_Ei-“'ﬁ‘
NABILS was quickiy sucoessﬁui at achieving its primary
goal - suppon@ Other short term goals have been
‘accompiished‘as weii inciuding providing a regiotry and 2
iibrary One- long term goai of establishing a group in an
outlying arsea has recentiy become a reaiity The main
)hindrance to achieving some of its longer term goals is lack
.of .funds. Providing a reiief service day care nd housing
5arrangemenﬂs. and edueetionai and- vocationai programs 5
requires muqh more- financing \han is ourrently aVaiiabie

Through continued 1noreased pubiid awareness. these too may//

3

Parti ipants were enthusiastic about t eir group s
'effectivedess and spoKe very favourabiy about its role in
theik . iives For\exampie. JEMMents from famiiy mQMbers
included "1 reooMmend it very*highly to anyons as somethﬁng\
worthwhile“, and “They are a very close‘group- Y gét a -
',‘terrific feeiing frcn(them They don’ t close any doQ{f.

keep an:

KR
k" Ty

, ;;/mipd are, wiiling to listen tofyou“and try
‘anything " Ait'”’ h-_don

goms suggested ways to inprove it, no -
' vone had regrets about joining lt is necessary to keep in
.‘mind that' this-is & perceived effectiveness rather than

! I8

“ o ) N o - ! @ s = T

unity. \ Secqnuiy. some’ or i:he fs'inny ™ fbers were ¥ .
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e . o
‘objective effepttveness Participants were those who
lirematned in the group. attended meet1ngs. and agreed to . i) ,

"volunteer for th1s study. Others who ha;e>dropped out oF

< S

4

percept1ons

were not very'aotively’ihvo]ved mayrhaye‘dtffenenm\
i

In addltton tor the problem of needtng money. to expand
" its service, NABIIS faces a problem ‘that is frequently , » .
referred to with reterence to self-help groups . Most of the
work load falls on a core group of people while many of ‘the
'rema1n1ng members stay apathet:c and uninvolved’ (thhardson
& Goodman 1983 Stlverman, 1980) Thts core that carrtes
the load gets phystcally and mentally fat1gued and worn out
'@Some other members do parttc1pate to a 11m1ted extent.

| X

' B. Professjona1‘1nvo]vement
,Family|membersfdo not always find rehabilitatton“»
;.protessionalsithe'optimal source for providing emotioqal
suppo%t and he1p1ng to solve the everyday probliems 1mposed
by the head 1n3ury and 1ts consequences fRosenthal & Mutr,,
A1983) Members were not formally 1nvolved w1th other mental
health profess1onals in the past,.nor concurrently w1th
be1ngaa group member. fThe_extent of thetr use of °
- professionals was assessment or informal diScussions about

r

how they‘were mana ng. However; mos,t invited increased
fr . ‘
-1nvo]vement from profess1onals and - hoped for more

: ~
participation from them part1cularly from phy51c1ans It
“can be speculated that the group is less threatening than

R

¢
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‘comparable profes51onal treatment\ and the SOC1al fr1€ndly

- nature of a self- he ip’ group -is Pfelfe""ed ‘No ohewas an

active member of any otheﬁ\self help groups, Qut a couple
f .

/

‘ were involved wlth paternal groups. ,
Rﬁofess1onals were 1nvolved as found:!g, l;alsons.
consultants. and guest speakers They d1d not act1vely g }>
‘part;clpate in day to day act1v1t1es.,board meet1ngs, or '
cof fee houses In agreement w1th Borman (1979) they played'
"a Key role as founders of the group aﬁo were 1nstrumental inl
1ts early workings. This 1s contrary to much of the |
literature which suggests there 1s slwght if any ev;ﬁence of{
profe551onal 1nfluence (Katz 1984 Romeder, 1980 Tracy &
Gussow. 1976) Thts may be/dUe to the nature of NABJIS in
that the area of bratn injury and 1ts consequences are |
d1ff1cult to understand, and any addltonal help and T
-1nformat1on 1s apprec1ated ‘ ‘ :
C. Recommendftions } |
| Clearly, NABIIS prov1de9 an effective means for '
ytnd1v1duals to rece1ve 1nformat1on, share mutual concerns,
p'and offer support1ve relattonsh1ps, Its beneftts 1nclude,
1dent1f1cat10n w1tH the group, attatnment of new referral
.systems, 1ncreaseélsoc1al sk1lls, selfgev\lu§t1on of
‘progress, and 1ncreased mot1vat1on However some

wrecommendat1ons for 1mprovement can be made which apply not %

only to NAB?IS but to other self- help groups as well.

/'/
o/

. <
'S @
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Firstly. as. this study illustrates.}famlly 1nvolvement .
- in self- help groups is advantageous and benef1cial to famlly
members in- allOW1ng them to adJust to the d1fflculty and
helping them be more effeot1ve 1n,deal1ng with the’ 1njured
person. They statedgthat knowing more about the injury and
."gaim'ng' a better understanding helped them adapt to their. -
situation. They want to be actlve part1c1pants " This.,
“should be Kept in mlnd for other groups of a s1mllar nature.
'part1cularly thpse where the fam1ly lives w1th the.member on

a day to ‘day basis or has regular contact with the -

»

'1nd1v1dual

Secondly, it is a vantageous to the 1nd1v1dual and

fam1ly that they be i troduced to. th1s type of exper1ence

l

early hn the reCOvery and rehab1l1tat1on process. Th1s _'

bfwallows the family to [learn to deal with the 1nJured member ”

\before problems beco
: x
learn adaptide coping

.d1ff1cult to‘reverse. They could
skills, specific interventions. and
- probliem solviﬁg from/others before the famlly system becomes
too dysfunctional'.f This jsysupported=ry.the'literature
(Cope&Hall 1e82). . S o
Th1rdly. w1th regard to the fam1ly support group, more
iy structure d1rect1on, -and organlzat1on may be benef1c1al for-
‘spec1f1c problem gglving It would be more - useful to deal
. w1th spec1f1c 1ssues one at. a time and have a focus for each
.sess1on rather than Jump1ng from top1c to top1c or hav1ng
more than one conversat1on going on at once. Ihere_was -

. evidence that participants would have preferred more’
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planning and structure. Suggestions include _ ving films or

guest speaKers to talk on specific learning strategies and

einterventions on the variety of problems related to brain

injury (Miller, 1984). For example, one sesSion‘can be |

spent on dealing wlt”/lmpPOVln memory through’repetition

., and making lists while. another can be devoted to dealing

\
with anxietyithpough learning relaxation techniques

Fourthly, thbre is a need to get more people actively

involved in running,the course of the group. The core of .

.workers‘tire of carrying‘the loadp‘.Many group members

shared this perception and it is well suppor ted in the

'.literature‘(Richardson, 1984 & Silverman, 1980); One

possible'way to achieve this is to set up projects and

committees to work on them By getting more members - '

involved and by sharing the work load group cohesiveness -

can increase as well

Fifthly, particularly when the self help group is
formed to respond to needs related to phySical or health .

problems, it isirecommended that the indiVidual maintain

-

folldw up contact Wlth.tlbt fiSiCian to monitor and evaluate.
progress ‘or pOSSible deteriord{idn This allows for the
!

phySiCian and family to work together toward the improvement

, of the injured person on all facets of . life including

physical emotional, and behaVioral .
A Sixth recommendation is the need for pUblic education
and prevehtion (Ivan. 1984) For example increased use of

seatbelts and helmets, and a decrease in impaired driVing

' ' ) , ~<



. can lower: the 1nc1dence of head*injury 'EdUCation as to‘the
effects of the 1njury can al]eviate the anxiety that
surrounds the unknown ‘and the unfamiliar and allow peoplé to!
be more comfortable in dealing with the injured 1nd1v1dual

“(’ /// u _7”‘ .
: . ‘

D lettagions S )

[

As was prev1ously ment1oned voluntary membership and
participat1on may aceount for sampl1ng bias. d to the family
support group ,. more structure, direct1on -and’ organizat1on '
ma at once interviewed were typical. or representative. they
did 1nclude a range of 1nvolvement and exper1ence ‘both with
the group and w1th the problemjfor wh1ch 1t was formed
(R1chardson & Goodman, 1983) . N "‘4(,

Some researchers are concerned with numbers of persons

\%tofbe 1nterv1ewed For the present study, f1ve found1ng |
o members} and tQ,fam1ly Pembers were 1nterv1ewed. It is the
authors impresston.that$this was sufficient. lMany;of the
concerns, 1ssues, and ideas were s1m11ar 'This may be a
result of the clggeness of the group Many members spent a—
great deal of t1me talK1ng and shar1ng with each other
| E. 1mp11cat1ons for Rehab1litation and Counse11ing
| In early phases of -the 1nJury lltt\e informat ion has
been prov1ded to the fam11y about the expected sequelae or‘
to alleviate anxiety aboﬂ\-the road ahead. The advantage -of .

ear1y contact W1gh"Thers exper1enc1ng s1m1lar 1nJur1es and

with well infor hosp1ta1 staff who are sens1tized to“

S
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, their needs 1§ apparent. It is during the early-post
hospitallzation per iod thatyfamilies try to accept‘permanent
change in their injured family member, and adapt their own
lifestyles to providé for, the increased dependency needs of
the affected member. The search for an adequate care
setting often is their maJor preoccupation (Cole, Cope &

Cervelli, '1985) 1 Par@icipants commented on the lack of

: facilities and direction af the time they were experiencing
the injury The usefullness of being aware of the resources
NABI'. has to offer on direction. and suggestions it can
provide cannot b Ngyerestimated As'well. an early

‘ intervention screeningland assessment procedure would allow’
for qUicK identiiication of services needed '

After. discharge from hospital programs, brain inJured
indiViduals with phySical. cognitive or behavioral problems
‘too,severe to permit‘gntry into eXisting educational, -
vocational or‘recreational‘prOQrams of ten return home
without adequate support serVices prov1ded for themselves or
'their families (Cole. Cope, & Cervelli, 1985). NABIIS is a’//
strong step in the direction of proVidgng'these,supporT"

fiserVices }} - S N,

,~t' However. the need for speCialized educational and
vocational training in the community is paramount, yet.sadly {

;Alacking Only one inJured person in-this, tudy was.

3 employed Many ‘others had attempted returning to work but
were unsuccessful .Family members can help by providing

-information to employers about the brain injured, their
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percepfions. and béhaviors. They can explain the 1ﬁjury.-'

s’
[

‘the consequences..and effects 8o employers can gain a betterk

uhderstanding. Jhis area definitely requires more attention
to facilitate reintegration into’ the.community,as‘active
members . Government"fundjng'is necessary toirealize'thts

goal.

F. §uggestioﬁs for Further Research | ‘
| / One c?a]lenge is. whether criteria used to assess the
effectiveness and effects of this group can be general1zed
across diverse groups (Liebermah & Borman, 1976). rw°u1d
reports by membere of other self-help groups cdmpare to
tHOSe preeented here? ‘What would less active members sa§
about how NABIIS effected them? OWhaf‘aboUt those dealiﬁg
w1th a head 1nJury wbp chose not to _join this group’i In the
present study, members- were not reee1v1ng,help from mental
health profesionals. WOuld~bein§ ahmember fo a'seif;help
' group {n addition to receiving psychotherépy'or psychiatric
help alter the perceived effeetieene§svoffNABIIS?‘ In
| refereqee to'theeeffectivenees‘of specific-interventions,
the use of a sihgle cese experimental design would provide
‘ Abenefieial knowledge to treatment of neuropsyehological .
‘impairments. t -

N
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