
Community re-integration after head
injury: A disability ethnography.

Item Type text; Dissertation-Reproduction (electronic)

Authors Krefting, Laura Margaret.

Publisher The University of Arizona.

Rights Copyright © is held by the author. Digital access to this material
is made possible by the University Libraries, University of Arizona.
Further transmission, reproduction or presentation (such as
public display or performance) of protected items is prohibited
except with permission of the author.

Download date 24/05/2023 20:51:07

Link to Item http://hdl.handle.net/10150/184268

http://hdl.handle.net/10150/184268


INFORMATION TO USERS 

The most advanced technology has been used to photo
graph and reproduce this manuscript from the microfilm 
master. UMI films the original text directly from the copy 
submitted. Thus, some dissertation copies are in typewriter 
face, while others may be from a computer printer. 

In the unlikely event that the author did not send UMI a 
complete manuscript and there are missing pages, these will 
be noted. Also, if unauthorized copyrighted material had to 
be removed, a note will indicate the deletion. 

Oversize materials (e.g., maps, drawings, charts) are re
produced by sectioning the original, beginning at the upper 
left-hand corner and continuing from left to right in equal 
sections with small overlaps. Each oversize page is available 
as one exposure on a standard 35 mm slide or as a 17" x 23" 
black and white photographic print for an additional charge. 

Photographs included in the original manuscript have been 
reproduced xerographically in this copy. 35 mm slides or 
6" x 9" black and white photographic prints are available for 
any photographs or illustrations appearing in this copy for 
an additional charge. Contact UMI directly to order. 

Accessing the World's Information since 1938 

300 North Zeeb Road, Ann Arbor, M148106-1346 USA 





Order Number 8804178 

Community re-integration after head injury: A disability 
ethnography 

Krefting, Laura Margaret, Ph.D. 

The University of Arizona, 1987 

Copyright ©1987 by Krefting, Laura Margaret. All rights reserved. 

V·M·I 
300 N. Zecb Rd. 
Ann Arbor, MI 48106 





COMMUNITY RE-INTEGRATION AFTER HEAD INJURY 

A DISABILITY ETHNOGRAPHY 

by 

Laura Margaret Krefting 

Copyright @ Laura l1argaret Krefting 1987 

A Dissertation Submitted to 

the Faculty of the 

DIVISION OF SPECIAL EDUCATION AND REHABILITATION 

In Partial Fulfillment of the Requirements 
For the Degree 

DOCTOR OF PHILOSOPHY 
"11TH A MAJOR IN REHABILITATION 

In the Graduate College 

THE UNIVERSITY OF ARIZONA 

1 987 



THE UNIVERSITY OF ARIZONA 
GRADUATE COLLEGE 

As members of the Final Examination Committee, we certify that we have read 

the dissertation prepared by _________ L_a_u_r_a __ M_. __ K_r_e_f_t_i_n~g ____________________ __ 

entitled COMMUNITY RE-INTEGRATION AFTER HEAD INJURY 
--~~~-----------------------------------------------------

A DISABILITY ETHNOGRAPHY 

and recommend that it be accepted as fulfilling the dissertation requirement 

for the Degree of :&!..-
~ .. 

Phi losophy 

Date 7 I 

Date 

Date 

/0 - ?- 8'" - 'iT.7 
Date 

Date 

Final approval and acceptance of this dissertation is contingent upon the 
candidate's submission of the final copy of the dissertation to the Graduate 
College. 

I hereby certify that I have read this dissertation prepared under my 
direction and recommend that it be accepted as fulfilling the dissertation 
requirement. 

Date 7 7 



STATEMENT BY AUTHOR 

This dissertation has been submitted in partial fulfillment of 
requirements for an advanced degree at The University of Arizona and is 
deposited in the University Library to be made available to borrowers 
under the rules of the library. 

Brief quotations from this dissertation are allowable without 
special permission, provided that accurate acknowledgement of source is 
made. Requests for permission for extended quotation from or 
reproduction of this manuscript in whole or in part may be granted by 
the copyright holder. 

SIGNED: 
~~------~~~--~~----~---



DEDICATION 

For Doug, without whom I 

iii 



ACKNOWLEDGEMENTS 

It was my pleasure to learn from and be guided by the ~embers 

of my dissertation committee: Bob Johnson~ Mark Nichter, Jim Organist, 

Amos Sales, and William Stini. Mark Nichter encouraged me to undertake 

and to understand a complex human problem. His friendship, wisdom, 

creative energy, and gift of teaching carried me through this 

project. I also wish to thank Bob Netting and Hermann Bleibtreu for 

their intellectual stimulation and personal support. 

A special kind of support was received from my fellow students 

in clinical anthropology at the University of Arizona, particularly 

K.W. Huttlinger -- who also knevl. 

A number of people listened and provided personal assistance 

above and beyond the call of friendship: Mimi Nichter, Ken Wiley, Salsa 

Sue and her back-up duo, Sheila Dean, and Bud and Margo Ewing. The 

Nature Conservancy provided sanctuary. 

Finally, no ethnographic work can be conducted without the 

patience and dedication of the informants. They are behind every word 

written here and to them I am deeply grateful for sharing themselves. 

iv 



TABLE OF CONTENTS 

LIST OF ILLUSTRATIONS • • • • • 0 • • • • • • • • • • • • • • 

LIST OF TABLES . . . . . . . . . . . . . . . . . . . . . . . 
ABSTRACT •• . . . . . . . . . . . ~ . . . . . . . . . . . . . 
1. PROBLEM . . . . . . . . . . . . . . . . . . . . . . . . . 

2. 

Significance of the Problem •• • • • • • • • • • • • 
Social Production of Disability 

Research Rationale • • • • • • • • • • 
Head Injury in the Context of American 

· . . · . . · . . 
Culture • • • • • • • • • • • • • • • • • • 

Health Care •••••••••••••••••• 
Rehabilitation •••••• 
Health Care Consumers • . . . . . . · . · . . 

BACKGROUND LITERATURE ~ . . . . . . . . . . . . . . . . . 
Biomedical View of Head Injury • • • • • 

Acute Care Assessment and Treatment • • 
Rehabilitation Approaches ••••••• 

Measures of Community 
Re-Integration • • • • • • • 

Results of Outcome Studies ••• 

· . . . . · . . · . . . . 
· . . . . · . . 

Community Program Descriptions •••• 
The Family . • • • • . • . • • • • . . • • • 

Limi tations of Biomedical Research •• • • • 
Social Science View of Disability •••••••••• 

Social Response to Disability ••••••••• 
Relevant Socio-cultural Models and 

Page 

viii 

ix 

x 

1 

2 
5 
7 

11 
12 
14 
17 

18 

18 
18 
19 

21 
25 
27 
28 
32 
36 
37 

Concepts • • • • • • • • • • • • • • • • •• 39 

3. 

Ethnographic Perspective on Disability. • • • • • •• 42 
Review of Relevant Ethnographic 

Literature • • • • • • • • • 
Limits of Ethnographic Research 

. . . . . . · . . . . . 
METHOD •• . . . . . . . . . . . . . . . . . . . . . . . . 

Sample Selection • • • • • • • • • • • 
Field Work Methods • • • • 

Interview Procedure 
Recording of Data • • 

v 

. . . . . . 
· . . . . . . . · . . . . . . . 

• • • • 0 · . . . . . . . 

46 
50 

51 

51 
52 
54 
57 



4. 

TABLE OF CONTENTS--Continued 

Data Analysis • 0 • • • • • • • • • • • • • • • • 0 

Kinds of Knowledge • • · . . · . . . . 
The Ethnographic Process • • • · . . · . . · . 
Writing Culture ••••••••• · . . . . 
Reflexi vi ty •••• • • • • • · . · . 

Multiple Roles and Ethnographic 
Research • • • • • • • • • · . .. .. 

The Ethnographer in the Process • • • • .. .. 
Assessment of Trustworthiness of Study • • 

Truth Value and Credibility •• 
Applicability and Transferability ••• 
Consistency and Dependability •• 
Neutrality and Confirmability •• 

· . .. .. 
• • • • · . . . . 

Limitations •••••• .. .. 
ETHNOGRAPHIC DATA . . . . . · . . . . . . . . 

Data • . . • • 
Sample Characteristics ••• 

Head Injured Informants 
Family Bember Informants 

Representative Case Studies • 
Terresa 
Ted • • • 

. . 

. . 

Stephen ••••• · . . 
Metaphors • • • • • · . 

General Characteristics of the 

The 

The 

Experience • • 
Lifelong Recovery • • • • 
Invisibility of Deficits 
Appearance of Normalcy • • 

Individual Experience 
Dead Days •••• 

· . · . 
• • · . . 

Real Work •••••• • • 
School • • • • • • • 
Volunteer Work • • • 

Loneliness ••• • 
Head Injured Peers • 

· . · . . · . 
Forgetting • • • • • 

Family Experience •• • • • 
Responsibility ••••• • • 
Vulnerability ••••••••• 
The Second Chance • • • • • • • • 
Tough Love •••••••• 
Gender Differences ••• 
Reaction to the Experience 

Bad Help • • • • • • 

· . . 
· . . 

The Group •• • • • • • • • 
Family Directed Therapy •• 

· .. .. · . 
• 0 · . . . . · . .. .. 
· . · . · . · . · . · . . . . · . · . 

· . · . · . .. .. · . . . . 
· . · . . . . . · . . . . .. .. · . . . · . . . · . 
• • . .. .. .. ..... 

g • • • • • • · . . . . . . . · . . · . . . . · . .. .. · . . . . . . . . . . 

Page 

57 
58 
62 
64 
66 

68 
70 
77 
79 
85 
87 
89 
90 

93 

93 
93 
94 

100 
100 
101 
104 
107 
109 

113 
113 
115 
117 
119 
119 
120 
122 
123 
124 
129 
133 
135 
136 
140 
144 
145 
147 
151 
151 
156 
159 

vi 



TABLE OF CONTENTS--Continued 

5. CONCEPTUAL INTERPRETATION OF ETHNOGRAPHIC DATA • • • 0 • • 

Liminality • 
Personhood • 

. . . . .0. . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
Recasting • • • • • • • • • • • • • • • • • 

Concealment • • • • • •• • • • • • • • • • • 
Blind Spots • • • • • • • • • • • • • • • • 
Optimism • • • • • • • • • • • • • • • • • • • • 
Redefinition ••••••••••••• & •••• 

Social Labelling • • • • • • • • • • • • • • • • • • • 
Theoretical Review • • • • • • • • • • • • • 
The Head Injured ••••••• • • • • • • • • • 
Labelling as a Solution • • • • • • • • • • • • • 

Sick Role ••••••• • • • • • • • • • • • • • 
Theoretical Base ••• • • • • 

Double Bind •• • • • • • • • • • • • • • • • . . 
The Head Injured • • • • • • • • • • • • • • • • 
The Family • • • • • • • • • • • • 

Economic Disincentives • • • • • • • • • • • • • • 

6. CONCLUSIONS • • • • • • • . . . . . . . . . . . . . . . . . 

Page 

164 

164 
171 
175 
176 
180 
184 
185 
188 
188 
192 
196 
198 
198 
206 
209 
212 
218 

223 

General Conclusions •••• • • • • • • • • • •• 223 
Rehabilitation Implications ••••••••••••• 225 

Management and Service Provision • • • • • • •• 225 
New Services • • • • • • • • • • • • • • •• 226 
Rehabilitation Principles ••••••••• 227 
Reconceptualizing Knowledge •• • • • • •• 229 
Information Dissemination ••• • • • • •• 233 

Research Implications • • • • • • • • • • • 234 
Descriptive Studies ••• • • • • • • • •• 235 
Treatment Efficacy • • • • • • • • • •• 236 
Cross-Fertilization of Research 

Areas • • • • • • • • • • • • • • • 237 
Research Methods • • • • • • • • • • • • •• 238 

Policy Implications • • • • • • • • • • •• 240 

APPENDIX A: SAl1PLE RESEARCH PROGRAMS . . . . . . . . . . . 243 

APPENDIX B: 

APPENDIX C: 

REFERENCES 

PRELIMINARY INTERVIE\v GUIDE -
HEAD INJURED INFORMANTS • 

PRELIMINARY INTERVIE\V GUIDE -
FAMILY MEMBER INFORMANT • 

. . . . . . . . 

. . . . . . . . 
. . . . . . . . . . . . . . . . . . . . . . . . 

250 

254 

257 

vii 



LIST OF ILLUSTRATIONS 

Figure 

1. Bent Roses - A Poem . . . . . . . . . . . . . . . 
2. Evolution of Research Idea • • . . . . . . . . . . . . 
3. Common Metaphors Used by the Head Injured . . . . . . 

viii 

Page 

55 

72 

112 



LIST OF TABLES 

Table Page 

1 • Comparison of Occupation of Head Injured 
Informants Pre And Post injury • • • • • • • • • • • 97 

2. Length of Time Post Injury •• • • • • • • • • • • • • • 99 

ix 



ABSTRACT 

As a result of medical advancement and cultural patterns of 

Western society, traumatic head injury is increasingly a problem for 

the injured, their families, medical and social services professionals, 

and the community at large. Head trauma is remarkable because of the 

complex nature of the residual disabilities which include long lasting 

cognitive and emotional problems, social isolation, and family 

disruption. The purpose of this study was to re-examine the phenomenon 

of recovery after mild to moderate head injury using an ethnographic 

research approach. 

The data were based on the experiences of 21 disabled and their 

families in the community setting. The disabled represented a range of 

stages of recovery and severity of disability. The data was collected 

using three field work strategies: extensive semi-structured 

interviews, participant observation, and non-academic document review. 

After collection the data was subjected to thematic and content 

analysis that resulted in the selection of themes that characterized 

the experience for the head injured and their families. The themes for 

the head injured informants were: dead days, loneliness, and 

forgetting. The family members' experiences were represented in the 

themes: responsibility, vul~erability, tough love, gender differences, 

and reactions to the experience. 

x 



xi 

sick role and double bind. In addition, the reflexive influence of the 

investigator on the research process was addressed. The trustl~orthiness 

of the ethnography was assessed in terms of credibility, 

transferability, dependability and confirmability. 

Several variables were found to be important to the long term 

outcome of head injury. These variables were: family directed therapy, 

double bind communication patterns, and lifelong recovery. Two other 

factors were found to be critical for tlle recovery of the head injured. 

These were economic d1sincentives to the return to employment and the 

importance of the social and family environment. 

In the final section the research and policy implications of 

the study were discussed in relation to management and service provisions. 



CHAPTER 1 

PROBLEt.1 

Long term recovery from traumatic head injury is problematic 

for the disabled, their families, and the wider community. Recent 

medical and technological advances have greatly increased chances of 

survival after severe head trauma creating a group of long term 

survivors who exhibit severe social, emotional, and cognitive problems 

that prevent re-integration into the community. These problems not 

only prevent the disabled from returning to their former lifeways but 

place physical, financial, and emotional strain on the family. 

My purpose is to re-examine the phenomenon of community 

re-integration after head injury. I will use an ethnographic 

approach to research which focuses on the experiences of the 

disabled and their families. This inductive, "bottom up" 

approach is a sharp contrast to the existing methods of knowledge 

generation, which are deductive; generating treatment variables 

based on existing theoretical models. 

The objective of the ethnography is to broaden the 

understanding about head injury. It is intended for the disabled and 

their families, health care professionals, and the community at 

large. It is an attempt to give a voice to this disability group, 

about which so little is known and heard. In terms of research, the 

findings will generate hypotheses for further quantitative 

1 



testing. These will have direct 

family education, planning 

implications for patient 

community service delivery, 

and 

distribution of scarce service resources and training of clinicians 

involved in the long term rehabilitation of the h8ad injured. 

Significance of the Problem 

The incidence of traumatic head injury is reaching epidemic 

proportion. However, the epidemic is "silent" because of the lack 

of public awareness and acknowledgement of this health care problem. 

About seven million head injuries are estimated to occur annually in 

the United States with more than 500,000 people requiring 

hospitalization (Jennett, 1983). This figure does not include those 

who suffer minor head trauma that is not revealed at the time of the 

accident. Although incidence is more difficult to document, it 

has bp-m estimated that 15% of all trivial head trauma (loss of 

consciousness for less than 10 minutes) result in structural 

brain changes with disabling sequela (Marshall, 1984). 

In addition to the escalating magnitude of the problem, 

traumatic head injury is a critical area for research for a 

number of other reasons. Studies suggest that the long term 

outcome from head trauma is generally poor, despite rehabilitation 

attempts. (Prigatano, Fordyce, Zeiner, Rouechee, Pepping & Wood, 

1984; Rosenthal, 1983). This is evident in studies which reveal 

that less than t"'0 thirds of individuals wi th severe head trauma 

return to competitive employment (Gilchrist & Wilkinson, 1979; 

Weddell, Oddy & Jenkins, 1980). This is particularly problematic 
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because the high risk group is young males between 15-35 years of 

age (Jennett & MacMillan, 1981) for whom permanent disability has more 

devastating effects, both for the individual and society, than 

disability in later years. 

The nature of the residual deficits are also problematic. 

They most commonly include social, behavioral, and cognitive 

limitations, which are greater barriers to community re-integration 

than residual physical disabilities (Eggleston & Cruvant, 1983; 

Rosenthal, 1983). In addition, as Albrecht and Levy (1984) note, 

similar physiological impairments do not translate into similar 

functional disabilities. Thus the fU.Hctional problems faced in 

the community are specific to that individual. Caronna (1983) observes 

there is no certain way to calculate the quality of life from the 

degree of disability since it largely depends on the personality and 

the resources of the patient and family. Horeover, many 

individuals with head trauma appear "normal" in terms of physical 

and superficial social skills and are often not considered qualified 

for special services. As a consequence their problems with memory, 

judgement and disinhibition often remain undetected. 

Importantly, many individuals lack awareness and insight into the 

nature and depth of their residual problems (Smith, 1983). For 

example, many individuals suffer judgement and insight deficits that 

lead them to equate discharge from rehabilitation with complete 

recovery and return to a previous level of functioning in the 

community. 

3 



Head trauma is not only problematic for the disabled and 

their families. Clinicians are frequently frustrated by their 

limited success in the rehabilitation of this group. After months of 

intensive rehabilitation, the disabled individual may return to the 

community in a dysfunctional state. This has contributed to 

dissatisfaction and burn out among those working with this 

disability group. Clinicians then, may also be seen as victims of 

incomplete knowledge of the re-integration process. 

The rehabilitation of head trauma is also remarkable 

because of the dearth of programs which address community 

re-integration and adjustment. Although there has been a recent 

increase in the community based program development, these 

services are in their infancy. Few have evaluated their 

effectiveness and those efficacy studies that do exist suggest 

(Miller, 1984; 

1984). It is 

programs are limited in their therapeutic value 

Prigatano, Fordyce, Zeiner, Rouechee, Pepping, & Wood 

my contention that the limited nature of these services result from a 

lack of basic knowledge of the experience of long term recovery. That 

is, the programs are based on variables that have been a priori 

identified as logically important to the participants. An 

ethnographic study of disability will identify new information based 

on the perceptions of the disability experience of the afflicted and 

their families. Observations of social behaviour and the manner in 

which interactions with the medical and social service system influence 

the motivation and lifestyle of the disabled will also contribute to a 

new understanding of this disability. 

4 



Social Production of Disability 

What makes the need for a better understanding of the head 

injury phenomenon even more critical is the characteristics of American 

culture contribute to the escalating incidence of this disability. For 

example, many young Americans view a high rise jacked up truck with 

oversized tires as a status symbol. Despite the fact these vehicles are 

notoriously unstable even at moderate speeds and have contributed to 

numerous disabling accidents, they are coveted as a symbol of "the good 

life". 

From a socio-cultural perspective, disability is a culturally 

defined condition expressing cultural values, codes and social 

circumstances as well as organic conditions. In this sense, socio

cultural factors produce disability. Therefore, at the individual 

level, the experience of disability is connected to the larger cultural 

context. Among the factors currently influencing the incidence and 

nature of disability are medical technology, population 

characteristics, end cultural factors such as the media, with its 

emphasis on risk taking targeted at the young. In a general sense these 

represent or are a product of what is culturally defined as "progress" 

(Pope, 1984) • 

Developments in medicine and technology have had a large 

influence on increasing the number of disabled. In recent years there 

has been a shift from mortality to morbidity. Examples include kidney 

dialysis, organ transplants and neonatal techniques that save children 

who will live to be severely disabled. These developments are 

particularly relevant to head injury. Improvements to trauma units and 
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of advanced neurological screening devices and techniques have vastly 

improved chances of living after a serious head injury. Moreover, 

medical advances and changes in disease patterns have also increased 

longevity in Western population. Thus people who suffer head trauma in 

their early adulthood have 50-60 years to experience the effects of 

their disability. 

American cultural patterns also have had an effect on 

disability. Social drinking is considered acceptable and even required 

by most of the segments of American society. Although alcohol-related 

problems are comparable to drug related problems, there has been no 

federal response similar to the war on drugs recently mounted by the 

federal administration. The large number of motor vehicles on the roads 

and the tendency to drive to and from drinking spots also contribute 

greatly to the number of trauma victims that live to face disability. 

The recent increase in highway speed-limits may further affect the 

incidence of head injury. 

Another socio-cultural factor which impacts on the risk of 

disability include the values and practices associated with the 

American concept of masculinity, popularized under the rubric of 

"macho". These values emphasize physical prOVless and risk taking and 

are evident in the strong support of sports and leisure activities such 

as motor cycles, all terrain vehicles, and hang gliding all of which 

carry a high risk of injury and disability. In addition, the 

increasing leisure time available to Americans has increased the time 

available to pursue these risky activities. 

6 



It is important to note that these risk related socio-cultural 

factors are actively promoted through media marketing strategies. 

Enticing displays of speeding cars, bar scenes, and motorcycle racing 

increasingly appear on television, on billboards, and in magazines. One 

obvious example is a recent campaign by a major cigarette company in 

which people are shown in a jeep riding through rugged terrain. lIone of 

the individuals is wearing seat a belt and one is standing up. Exposure 

to such media begins early in life, and it is powerful in molding 

values and preferences. In a sense, we are being socialized to desire 

many risk-related activities. 

Research Rationale 

The importance of head trauma as a research topic was 

discussed in the preceding section. This section will present a 

rationale for using an ethnographic approach to this critical 

problem. 

Until recently, the investigation of health problems has 

been dominated by the "outsider" perspective; important questions of 

etiology and treatment have been identified by the medical profession. 

These studies assume that medical professionals are the authorities on 

what illness is and know what questions ought be asked. Studies of 

the experience of illness and disability, what an illness looks 

like from the "inside", are rare. (Schneider & Conrad, 1983). 

In establishing the rationale for this study it is important to 

understand the distinction between disease and illness 

(Kleinman, 1978). Disease, with its biological connotation, 
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refers to abnormalities of structure and function of body organs and 

Illness, defined as the experiences of devalued changes 

and social function, is primarily about personal, 

systems. 

in being 

interpersonal, and cultural reactions to sickness. Health 

professionals manage disease while illness is managed by the disabled 

individual and concerned others. In the case of head injury only a 

small amount of time is spent by people in direct contact with health 

care professionals, the disabled and their families spend 

considerable time dealing with problems that they (rather than 

health care professionals) must address. 

There has been a systematic inattention on the part of 

professionals to the illness aspect of sickness and this is in part 

responsible for non-compliance, patient and family dissatisfaction 

with health care and inadequate clinical care (Kleinman, 

Eisenberg, & Good, 1981). Acknowledging the importance (and 

predominance) of disease-related research, this study is intended as 

a contribution to the experience of illness knowledge base. 

This illness perspective forms the basis of a compassionate 

understanding of the disabled individual. Information about how the 

disabled view their world is an important type of knowledge that 

influences the behaviour of others toward the disabled. Kno~11edge 

of the disease of head trauma is essential, particularly in 

the early stages of the injury; however, the long term re-integration 

of the disabled depends on an empathetic grasp of the impact of 

their illness on their lives. 
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Moreover, the perceptions of this illness form the basis of 

the actions of the head injured and their families. For example, a 

disabled individual's perception of immediate need affects their 

compliance with treatment. Regardless of poor judgement, it is what 

they, the disabled, identify as important which influences to 

what degree they will participate in an outpatient program. Seeing 

the world from the eyes of the patient and family, then, provides 

insight for health professionals, who can then design programs to 

address these common perceptions. Collecting these perceptions can 

also give the head injured themselves new insight on how, through 

the process of becoming conscious of their perceptions, they can live 

with and understand this disability experience. 

Another reason for choosing the ethnographic approach is 

the lack of information available about community re-integration. (This 

is discussed further in the section on limitations of current 

literature.) Goldberg & Costa (1986) note that quantification 

is highly desirable as an end product but occurs only after 

sufficient observation and theory building have occurred. And as 

Payton (1979) has noted, if there is little information known 

about a subject then the line of research should begin with 

detailed description and move to correlational and predictive studies 

after hypotheses have been generated. A first step is to discover 

the essential characteristics of a population as it exists in nature. 

This will provide a basis upon which to form testable research 

questions. Borg and Gall (1979) state that it is essential to 

develop a complete picture of the phenomenon prior to selecting 
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variables upon which to focus. They suggest that by using the 

qualitative approach the researcher is less likely to overlook 

phenomenon that do not fit expectations or the a priori hypotheses. 

Duval (1984) contends that many issues in rehabilitation are 

at the exploratory stage. She notes that chances of finding the 

right research questions to ask depend on our learning about the 

lifeways of the disabled. The arguments of these writers, then, 

support the use of an ethnographic approach as a preliminary strategy 

in knowledge production. 

Ethnographic methods are also appropriate to the kinds of 

information I hope to generate. I intend to present a broad 

holistic view of the disabled and their families based on their ways 

of knowing and understanding life. My aim is to produce what 

anthropologist Geertz (1973) refers to as "thick description", 

the rich detail of the recurrent and patterned lifeways of people. 

In so doing I will merge information on a set of issues into larger 

integrated concepts so as to obtain a meaningful picture of this 

disability group. 

Knafl and Howard (1984) suggest four purposes of qualitative 

research: instrument development, illustration, sensitization, and 

conceptualization. This ethnography addresses the latter two 

objectives. As a sensitizing device qualitative findings are 

important in and of themselves, since it is the richness and detail of 

data that gives the reader an understanding of the world of the 

informants. The ethnography is used to sensitize the reader to the 

viewpoint of another. Ethnographic data is a catalyst for 



conceptualization. It is an extension of existing descriptive data, 

with an emphasis on identifying conceptual links among the data, not 

just presenting the data as illustrative. 

11 

In summary, my purpose is to study the life experiences of 21 

individuals disabled by head injury and their families in order to gain 

a more humanistic and socio-cultural understanding of disability. 

Head Injury in the Context of American Culture 

In order to understand the lives of the disabled it is 

important to see them within the larger American culture. The following 

section will first address some of the relevant characteristics of 

society as a whole that influence the experience of head injury'. It 

will then consider the nature of the American health care system. It is 

intended that this information will place the background literature 

and the ethnographic data and their interpretations into context. 

Two of the most abiding values of American society are 

achievement and progress. Despite the cultural diversity in America, 

ownership of goods and employment status are acknowledged signs of 

achievement. Progress is achieved through hard work and effort. The 

importance of employment reflects the work ethic of most Americans. 

Achievers are highly motivated and goal oriented. 

Langness & Levine (1986) note that one of the abiding values of 

American society is intelligence, particularly the kind that is 

measured on intelligence tests or in formal tests devised to study 

cognition. Intellectual capacity is one means of attaining goals. 



Sending children to college is a status indicator, continuing personal 

education a sign of progress. 

Health is valued because it is an essential requirement for 

achievement of goals, be these goals material goods or some dimension 

of personal growth. Incraasingly~ health is seen as something one 

must work toward; preventive, promotive, and maintenance measures such 

as diet and exercise are now incorporated into ideas of progress. Even 

in ill health it is important to work to get well, a theme befitting 

the American work ethic. 

Freedom and power of the individual are noted characteristics 

of American society. Individuals are often judged on their 

independence and self reliance. This sense of individualism is 

reflected in the nature of the family. The majority of families are 

nuclear and with increasing mobility there are often few family 

members in the same geographic region. 

The qualities of physical attractiveness and youth are also 

valued by today's society. A brief review of magazine articles and 

advertisements reveals the preoccupation with looking "beautiful". 
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This represents only a selection of the features of American 

society that influence the experience of those who are head injured. 

They are mentioned as a description of the larger environment in which 

head injured persons and their families interact. 

Health Care 

Modern health care is largely reductionistic; it seeks to 

reduce phenomenon to their constituent parts to understand the 
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relationship between cause and effect. One of the consequences of this 

has been an emphasis on acute care and the rise of technology in 

diagnosis and treatment. This has had a direct effect on the numbers of 

people who survive head injury. Trauma victims are helicoptered to 

specialty centers where a host of machines and technicians sustain a 

life which even a decade ago would have been lost. (This is most 

obviously seen in the increased attention given to ethical and legal 

issues over life support). 

The reductionistic approach best serves acute or manageable 

pathological problems that may threaten the functioning part of the 

person or life itself. The "front end loading" of the health care 

system has a short term emphasis. Despite increasing numbers of 

"successes" in acute care, there is an equal number of failures in long 

term care. \'lhen the patients awake from coma they are presented ",ith 

the fact that their life has been saved at the cost of some critical 

part or function, resulting in a permanent disability that threatens 

quality of life. Now~ere is this so common as in the case of head 

injury. 

In the traditional American medical system the er.Jphasis is on 

cure. Services are designed to treat transient disorders such as 

appendicitis. Patients pass through the system, they do not stay in it. 

But although effort is well-placed, it has the effect of diverting 

professionals interest and funds from restoration and rehabilitation. 

Implicit in the curative system is the "quick fix" approach to health 

problems. l1edicines (the "magic bullet"), curative surgery, and pain 

reduction through electrical stimulation are examples of treatments 



that are speedy and take little effort by the patient. Unfortunately 

this approach does not address the complex and often permanent 

problems of the head injured. 

Supporting this system is the training of health care 

professionals. Not only is acute. care emphasized, but professionals 

are rewarded by outcome or success rather than by the process of 

providing care. Patients that get well reinforce this training. As 

Alexander (1982) notes, cure is the major medical motivator. 
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The short term nature of intervention is obvious in the 

preceding discussion. Services are primarily institutional-designed 

for acute care. Third party payers, federal health schemes, and health 

care entrepreneurs impose constraints on time and cost of services that 

may be provided. This principle is most obvious in the DRG system 

(diagnostic related group) that has recently been imposed on most 

health care facilities. Even medical research is primarily short term, 

seldom following patients over a number of years. 

Rehabilitation 

Despite the acute care orientation of the medical system and 

the training of its workers, chronic illness is increasing. Alexander 

(1982) argues that rapid changes in technology and public health haife 

altered the nature of illness and the sick role in America. Hany of the 

new sicknesses are not lethal, but neither can they be cured. Although 

the numbers of health care professionals trained to deal with chronic 

illness has increased, health care policy remains focused on acute 

care. Little attention has been paid to the design of services and 
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funding schemes for the chronically ill. Nor has funding been made 

available to expand what few services exist for the increasing numbers 

in need. 

Complicating the low priority of rehabilitation in the health 

care system are the problems of defining needo For example, success in 

rehabilitation is often equated with attainment of full time 

employment. Because of legislative imperatives, the disabled are 

eligible for extended services only if they have potential for such 

employment. For many, especially the head injured, this is unlikely. 

This work-related philosophy has had an influence on the types of 

programs that are being developed and the funding available for those 

attending such programs. 

It is also important to recognize the complexities of payment 

for rehabilitation services. Most health plans are developed with an 

acute care orientation and provide for services in hospitals and 

institutions, not in the community. The third party payment system is 

currently not set up to provide funding fo~ the diversity of services 

needed over several years by such disabled groups as the head injured. 

The nature of the rehabilitation professional is important in 

understanding head injury. Currently there are in excess of 500 types 

of health professionals (Gritzer & Arluke, 1985). In the case of the 

head injured, the numbers involved are especially great because of the 

length of recovery and the variety of residual problems. A typical 

pattern of recovery may include over a dozen types of professionals 

with a number of personnel changes within each type. This complexity is 

problematic for consumers not accustomed to dealing with health care 
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workers. In addition, the burgeoning professional field has created 

competition for health care dollars, each specialty professing to offer 

unique and valuable services. The issue of who does "cognitive therapy" 

is one example. Speech therapists, occupational therapist, 

psychologists, and rehabilitation therapist all contend that this is 

their rightful area of practice. 

Accompanying the rapid increase in numbers has been 

specialization. It is a controversial issue in the rehabilitation 

field. Some contend it is the natural result of a growing profession 

and that the narrowing of focus has facilitated the development of 

knowledge and improved quality of care. Others argue that it has 

contributed to redundancy and lack of co-ordination of service and 

confusion for the consumer. An area of specialization relevant to head 

trauma field is psychology. Clinical psychologists offer psychotherapy 

and support, neuropsychologists conduct sophisticated diagnostic tests, 

and cognitive psychologist concentrate on rebuilding cognitive skills. 

The issue of pseudo-therapy is relevant here. Increasing the 

number of service providers does not imply they are equally qualified 

to work "Ii th the disabled. Because of the numbers of different 

therapies and the lack of licensure and accreditation in many fields, a 

number of questionable services have arisen such as memory therapy and 

neurological food to improve mental capacity. Although they may appear 

to professionals as quackery, to many desperate head injured 

individuals and family members, anyone offering services offers hope. 

The popularity of these pseudo-therapies is, in itself, an indication 

that something is missing in the care of the head injured. 
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Health Care Consumers 

Consumers of health care services are also changing. In the 

past the medical mystique distanced the disabled from practitioners, 

often creating a passive attitude among the disabled. Because of 

increasing public information, for example the television series NOVA 

on the brain, today's disabled are more knowledgeable about health care 

matters. As a result, they demand that professionals provide them 

information and allou them to participate in decision making. 

Another challenge to the traditional health care system has 

been the increased use of the popular health sector by the disabled. 

Services offered by naturopaths and macrobiotic therapists and over the 

counter drugs and "do it yourself" health manuals are growing in 

popularity. 



CHAPTER 2 

BACKGROUND LITERATURE 

This section will cover three relevant areas of literature: 

biomedical aspects of head trauma, social science considerations of 

disability, and ethnographic literature related to disability and 

chronic illness. 

Biomedical View of Disability 

The existing literature on the rehabilitation of traumatic 

brain damage can be divided into that which pertains to the early 

acute stages of care and that related to the later 

rehabilitation approaches. Although the first will be discussed 

briefly to place the study in context, the literature on the late 

stages of rehabilitation will be the focus of this review. 

Acute Care Assessment and Treatment 

The majority of the literature on acute treatment describes 

pathophysiology, diagnosis, early treatment in the emergency roo~ and 

intensive care unit, and management of coma (Caronna, 1983; Clifton 

et al, 1986; Darcy et al, 1986; Miller, 1984). The roles and 

interactions of the various professionals in the acute stage are 

also considered in the literature (Evans, 1981; Rosenthal, Griffith, 

Bond & Hiller, 1983). 
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One aspect of the litera ture on acute car,s tha t is 

important in terms of long term outcome is predictive research, in 

which measures taken in the early stages of recovery are used to 

predict long term patient prognosis. Such studies consider the 

aspects of' early post-traumatic situation that can be usefully 

related to the patient's ultimate recovery (Bond, 1975; Levin, 

Benton, & Grossman, 1984; Mueller-Jensen, Neunzig, & Emskolter, 

1987). They are based on probability statements that assume a 

logical relationship between some measure of outcome (survival, 

residual physical function, return to work) and certain antecedent 

data. Variables that have been identified as the best predictors of 

outcome are: length and depth of coma, length of post-traumatic 

amnesia, patient age, etiology, lesion site, and severity of lesion. 

Such studies are used to clarify prognosis and guide treatment. 

Rehabilitation Approaches 
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The t:::'eatment of head injury requires three levels of care. The 

first is the acute phase; the second is physical rehabilitation which 

generally concentrates on motor and language skills and on basic 

activities of daily living. This is most often carried out in a 

rehabilitation hospital or special unit of a general hospital. 

The final stage focuses on re-integrating injured individuals into 

the mainstream of life. It involves the regaining competence in 

social, familial, and vocational roles within the context of the 

community. Although these skills may be addressed in earlier 

rehabilitation, they take on new meaning when the individual 
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returns to the demands of his or her former life. Some 

individuals are fortunate in receiving outpatient treatment which 

facilitates this final stage of rehabilitation. However, because 

of lack of funds or accessible facilities, most head injured 

individuals must depend on their own, already depleted personal 

resources and those of their family and support group. It is 

this critical period of rehabilitation which is of primary 

concern in this study. 

There is abundant support for the importance of community 

re-integration among the traumatically brain-injured. Habermann's 

(1982) review of recent outcome studies concludes that outcome 

research related to social functioning is the most useful in the 

field. Similarly, Hiller (1984) contends that the really 

critical problems in the rehabilitation process only emerge after the 

individual has attempted to return to their former lifestyle. And 

Hatthews and Oxenbury (1975) suggest that the study of functional 

capacity, including social and vocational skills, is clearly more 

important than the results of neurological or neuropsychological 

studies. Rosenthal & Huir (1983) summarize the need to study 

community re-integration when they state that lithe dramatic and 

effective neurological interventions may be of' little consequence 

if the patient is unable to resume a useful role within the family 

and home environment" (p. 402). 

Despite its theoretical importance, the existing literature on 

community re-integration is limited both in terms of quantity and in 

relation to the methods used. Cogswell (1984) suggests that in the 



rehabilitation field in general, there exists inadequate knowledge 

about the injured after they leave intensive rehabilitation. 

Furthermore, he argues that little support is available. Similarly, 

Cole, Cope & Cervelli (1985) state that the point at which acute 

treatment is no longer provided occurs long before maximum 

independence is obtained. An illustration of the lack of 

knowledge in this area can be seen in Rosenthal and associates' 

(1983) definitive book on the rehabilitation of the head injured 

adult of which only 13 of 436 pages concern the topic community 

re-integration. 

There are a number of barriers to the study of community 

re-integration. The strength of the medical model and its emphasis on 

acute care and survival has been one such barrier (Jennett & Bond, 

1975). Most of the literature, until very recently, was v~itten by 

physicians and concentrated on the medical aspects of recovery. In 

addition, funding practices have favored acute care; follow-up in 

the community is considered a luxury by most rehabilitation 

professionals. Moreover, long term follow up of any population has 

inherent problems, such as experimental mortality and unstable 

funding. An additional barrier, measurement of successful 

re-integration, will be discussed in the next section. 
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Measures of Community Re-integration. There are two approaches 

to the measurement of community re-integration. The first, most often 

associated with the medical model, is to identify residual symptoms 

such as poor memory, gait problems, and dysphasia. A second approach 

is based on a functional adaptation model and focuses on ability to 



participate in normal activities despite persistent deficits. 

Examples of both of these will be reviewed in this section. 

Many of the measures appearing in the literature are based 

on assessment of function or role performance in the community. 

Heaton & Pendleton (1981) note that assessment should be related to 

practical, specific activities rather than conceptual skills, which 

are more often evaluated with formal batteries of tests. Collis and 

Ekdawi's (1984) definition is fairly representative of what has 

appeared in the head trauma literature in the past decade. They define 

re-integration or adjustment in terms of how well the individual 

meets the behavioral expectations in a particular social 

environment. Their definition includes the following variables: 

self-care, performance in work and leisure roles, level of 

responsibility taken, use of time,· attitude towards the 

disability, self-esteem, and symptomatic behaviour. 

Functional scales often compare the individual's performance 

22 

to normal criteria based on acceptable performance of the 

lIaverage ll individual. Thus for example full-time competitive 

employment, pursuit of leisure skills, and social relations are used 

as outcome criteria. Lezak (1983) notes such idealized norms may 

not be appropriate for the head injured population because of the 

increased possibility of premorbid social maladaptation. The 

use of such norms may result in the overestimation of trauma 

related deficits that may reflect premorbid lifestyle such as alcohol 

abuse or psychiatric difficulties (Hillbom & Holm, 1986). She 

recommends comparison against pre morbid performance. McLean, Dikmen, 



Temkin, Wyler & Gale (1984) provide an innovative solution to this 

problem in using friends of the injured person as a comparison group 

on the assumption that the patient would be more likely to be 

similar to individuals with whom they associated than to the 

general population. 
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Although it would be redundant to comprehensively review all 

of the studies that have assessed community re-integration or long term 

recovery, a number of representative measures may be briefly reviewed 

to illustrate the current state of the art. Limitations in 

measurement will be addressed in a later section. 

A study by Oddy, Humphrey, & Uttley (1978b) illustrates the 

factors that are commonly used to measure community integration. They 

conducted a six month follow up of head injured individuals and 

compared their performance to a demographically similar group of 

orthopaedic patients. Measures included return to work, social 

contact, familial, marital, and parental role fulfillment, and 

financial situation. A similar approach was taken by Eggleston 

& Cruvant (1983). They assessed five functions: activities of 

daily living (ADL) speech, motor/sensory, vocational/educational, 

and psychological adjustment. Performance was assessed on a four 

point Likert scale with no behavioral criteria used. 

Levin, Benton, & Grossman (1984) contend that measures based 

largely on ADL and physical functioning lack sufficient detail to 

characterize long term outcome. They advocate the use of a lengthy 

structured j,nterview with patients and a relative or close friend. 

In their follow-up interview schedule they included 47 outcome 



variables ranging from energy 

alcohol and drugs and relations 

are assessed on a four point 

level and impulse control to use of 

with spouse. Each of the variables 

scale with relevant behavioral 
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criteria identifying each of level of function. This measure is both 

comprehensive and specific to the traumatically head injured. The Levin 

group (1987) has ~0~e recently offered a neurobehavioral scale 

focusing on problematic behavioral sequelae of head injury, however, it 

has not been in use long enough to assess its validity. 

Rappaport's Adjustment to Disability Scale (Rappaport, Hall, 

Hopkins, Belleza & Cope, 1982) is also designed specifically for 

follow-up of head injured patients. It covers a wide range of 

possible outcomes, from basic level of arousal relevant to those 

in prolonged vegetative states to cognitive ability to deal with 

ADL, physical dependence on others and psychosocial adaptability. 

Although this scale has comprehensive definitions of each of the four 

variables, it is problematic in that the complex concept of 

psychosocial adaptability is defined in terms of employment status 

only. In their attempt to cover the whole range of possible 

outcomes, from coma to community living, the researchers have 

sacrificed quality of information. 

Limiting the definition of community adjustment is also a 

problem in a study by Sweeney & Smutok (1983). Although the 

intent to provide 14 year follow up of veterans was admirable, the 

researchers focused on physical outcome measures such as prehension 

and computerized gait analysis. The ability to sustain employment 

was the only fun.ctional measure used. Moreover, their interpretation 



of this measure was surprising. They concluded that the subjects 

displays a high level of functional performance despite the fact that 

46% of them were not employed. Eiben's (1984) study also 

illustrates the long standing influence of the biomedical model in 

this field. The criteria used in this study included: 

asymptomatic, symptomatic requiring assistance, and so on. 

Another problematic measure is that based on 

neuropsychological scores. For example, Alexandre, Colombo, 

Nertel!lpi, &: Benedetti (198.3) translated scores on a 

neuropsychological battery into an estimate of outcome similar to the 

Glasgm{ Outcome Scale vlhich defines outcome as dead, vegetative, 

severe, mild, or minimal deficit. Again, with such summary measure 

the reader has very little information on how the individual actually 

functions in the community. 

Results of Outcome Studies. It has only been in the past ten 

years that long term outcome has been measured. va th the technological 

advances of the past decade, trauma victims are surviving and the 

follow-up of these early survivors is being conducted. 

One of the most comprehensive statements of outcome is 

presented by Lezak ( 1978) in her important paper on living with the 

characterological-altered brain injured patient. She identifies five 

areas of impairment that correspond generally to the results of the 

majority of outcome studies to date. These areas are impairment of 

social perception (self-centeredness), impairment of self regulation 

and control (impulsivity), stimulus bound behaviour (motivation and 

planning problems), emotional impairment (silliness, lability), and 

25 



26 

inability to profit from experience. This neuropsychogical perspective 

of outcome omits only one major deficit identified by other 

researchers, that of loneliness (Brooks, Campsie, Symington & Beattie 

& McKinley, 1986; Oddy, Couglan, Tyerman, & Jenkins, 1985; Thomsen, 

1984). The lack of social integration is apparent in the high incidence 

of head injured adults living with aging parents. Oddy, Couglan, 

Tyerman and Jenkins (1985) linked the impaired social life with 

unemployment; between 1/3-3/4 of all head injured persons are thought 

to be unemployed. 1 Another important finding is that problems may 

change in nature and intensity over time. At first physical problems 

may dominate, but, social and behavioral deficits often become 

increasingly problematic after the first year or two. 

One of the controversial issues in the outcome literature is 

the length of time a head injured person may expect to recover after 

the injury. Traditionally a one-to-two years limit has been suggested 

for major changes to occur. As Oddy and associates (1985) suggest, 

after that time only minor changes will occur in patients who have 

initially made good progress. Thomsen (1984) is more optimistic and 

suggests that long term improvement is possible but may take as long as 

six to eight years. Another issue arising from the outcome studies is 

the "correctness of perception" of head injured individuals. Studies 

by Tyerman and Humphry (1984) and Oddy, Humphrey, & Uttley (1978b) 

1 Estimates of unemployment among the head injured are often 
unreliable because of measurement deficits such as using a heterogeneous 
group of injury types or differing length of time since accident. Also 
employment is rarely considered in terms of previous occupational status 
or number of jobs since the injury. 



conclude that the subjective personality changes reported by the head 

injured were the same as or similar to those reported by relatives. 

Others like Lezak (1983), McKinley (1981) and Thomsen (1974) suggest 

that the head injured have fewer complaints than relatives, findings 

which support the tenet that the injured lack insight and awareness of 

their deficits. This has obvious implications for self-report measures 

of quality of life. 
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Community Program Descriptions. In the past five years a 

small number of community re- integration program descriptions have 

appeared in the literature (see for example Hackler & Tobias, 1983; 

Rosenbaum, Lipsitz, Abraham, & Majenson, 1978). These programs 

are intended to address social, vocational, 

independent living services. The orientation 

programs has shifted from a biomedical to a 

educational, and 

of these treatment 

social-cultural 

perspective. Although such publications are encouraging, the few 

studies of efficacy that have been conducted suggest there is limited 

significant impact on the overall re-integration of the participant 

(Jennett, Teasdale, & Krill-Jones, 1975; Prigatano, Fordyce, Zeiner, 

Rouechee, Pepping & 1<lood, 1984; Sendf, 1975) • Horeover, many of 

these studies have methodological problems such as lack of control 

group and an absence of data which identify the characteristics of 

individuals likely to do well in the programs. As Hiller (1984) 

concludes, at best there are encouraging signs that intervention 

might be useful in certain situations. 

The two programs that have mounted rigorous evaluation schemes 

are described by Prigatano, Fordyce, Zeiner, Rouechee, Pepping & Wood 
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(1984) and Scherzer (1986). The results illustrate the questionable 

effectiveness of the treatment programs. The three year follow-up of 

Scherzer's 30 week program in Quebec revealed increases in manual 

dexterity, attention, and visual information processing but no change 

in verbal ideation or reading skills. The study conducted by Prigatano 

and associates in Oklahoma City concluded that greater improvement in 

neurospsychological functioning occurred among the treatment groupj the 

effects were modest, however. Importantly, despite improved test 

scores, subjects were unable to sustain employment after completion of 

the program. 

The Family. The nature and extent of changes that occur in 

the family of a head injured individual depend on several 

factors including composition of the family group, the family's 

relation to the larger community, the former role of the injured 

family member, and the coping style and strategies of the family 

members (Bond, 1975). Although there is general agreement that the 

major residual problems are cognitive and emotional deficits (Oddy, 

Humphrey & Uttley, 1978aj Rosenthal & Nuir, 1983) secondary 

problems with physical disability, role reversal, poor family 

communication patterns, and reduced income are common (Rogers & 

Kreutzen, 1984). In addition, social isolation influences both the 

injured member and the family and often contributes to further 

deterioration in family dynamics (Thomsen, 1984). 

Of particular note is the prolonged and unpredictable 

recovery process, which presents a special stress (Oddy, Humphrey 

& Uttley, 1978a; Rosenthal, 1983). Bond (1975) suggests that it may 
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take one to two years for family members to obtain realistic views 

of the disability and develop appropriate coping strategies. The 

pattern of recovery is also problematic in that the families' 

expectations are raised with the initial rapid improvement once the 

head injured person is out of the coma. Family members are not prepared 

for the slowing of recovery and plateaus common in the later stages of 

rehabilitation. Livingston, Brooks, and Bond (1985) also note the 

possibility of increasing emotional, behavioral and social disturbance 

as time passes which may create a need for intervention years after the 

initial trauma. Despite the persistence and often escalation of 

problems, the financial demands and the lack of appropriate 

facilities make it almost impossible to keep head injured family 

members in treatment. According to Hopewell and associates (1985), 

this may culminate in long term family disintegration. 

Despite the obvious impact of a head trauma on the family 

system, Bond (1983) notes that there are few accounts of families' 

perceptions of the changes that occur to the members and their way 

of life. The first major family study was not done until the 1970's 

when Rosenbaum and Najensen (1976) studied the families of Israeli 

soldiers who sustained head injuries. Their research compared the 

impact of trauma on the wives of head injured and paraplegic males. 

They concluded that the wives of head injured subjects suffered 

greater depression and social isolation than did the control group. 

Wives of the head injured identified emotional immaturity and 

dependency as major residual deficits that affected family 

functioning. Lezak (1978) notes the liminal state of spouses of the 



head injured who neither have a partner nor are free to get one. Nor 

can these "single spouses" mourn their loss 1oJ'ithin existing social 

norms. 
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Oddy and colleagues (1978a) also noted a high incidence of 

depression among the families of head injured individuals. They 

suggest this may result partly from the dependency of the injured 

family member upon family and consequent feelings of being 

"trapped" and socially isolated. Such feelings may lead to hostility 

toward the injured individual and often guilt for such feelings. Smith 

(1983) noted the opposite process occurring in some families. He 

suggests that the deficits in innovation, initiation, and 

among head injured are particularly insight common 

debilitating when facily members insulate the patient from the 

demands of everyday life. Thus families can both engender dependency 

and suffer from its consequences. Mauss-Glum & Ryan (1981) studied a 

specific aspect of the family reaction, the spouse's coping 

strategies. Subjects identified a number of strategies including: 

talking with friends, work, meditation, prayer, and denial. Zeigler 

(1987) notes a particular stress on caregivers of the head injured. The 

head injured person's condition often precludes any awareness or 

expression of gratitude for care taking ~ctivities or the caregiver's 

emotional of physical state. Thus the tremendous effort put forth by 

most families is not acknowledged by the recipient. 

Rosenthal (198.3) discusses the concept of high risk 

families. He suggests that community re-integration is more 

difficult in families that have a premorbid history of 
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dysfunction, evidence of maladaptive interaction patterns, alcohol 

problems, and who maintain denial of the trauma-related problems 

for a prolonged period of time. Based on his experiences in a British 

rehabilitation unit, Evans (1981) suggests that the effect of injury 

on the family is largely determined by .,rho supplies the support. He 

notes that adjustment is most likely to be satisfactory if the 

patient is young and the mother is actively involved in care, 

while chances of a optimal outcome decrease if only the father is 

involved. Outcome was also found to be limited in cases where the 

parents of an injured individual were older or if 

member .,laS older \o1i th adult children. 

the injured 

Although there is a small number of theoretical articles 

suggesting the family may be an important rehabilitation 

resource, (Diehl, 1983; Rogers & Kreutzen, 1984), few specific programs 

for families have been described. Elliot and Smith (1982) note the 

importance of working with families beginning at the intensive care 

unit, while Sachs (1985) presents an existential psychotherapeutic 

model for long term treatment of families. Evenson, Evenson, & Fish 

(1986) outline a family enrichment program based on the growth of 

family ties as a treatment medium. Habermann (1982) concluded in his 

review of outcome studies that few residual problems are affected 

by family counseling, although they may be made more manageable. 

However, there has been no attempt to document such effects (Rosenthal 

& Huir, 1983), nor has research documented the fact that family 

intervention may affect the long term community adjustment of 



the injured individual. Moreover, little attention has been paid to 

the impact of head injury on the immediate family. 

Limitations of Biomedical Research 
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The major limitations in this body of literature are rel~ted to 

the measurement issues of definition, timing, and subject selection. 

One of the most obvious problems with community re-integration 

studies is the difficulty in objectively defining either quality 

of life in the community or the degree to which a former lifestyle has 

been resumed. Numerous factors have been identified, as illustrated by 

the diversity of outcome variables described in the previous section, 

yet there is no consensus on a standard measure of community 

adjustment. In some cases, definitions are narrow and rely on 

univariate indicators of re-integration. These do little to 

communicate how the individual is actually functioning in the 

community (Lynch, 1984). For example, if return to \-lork is the only 

variable considered, the individual who is unable to work but is 

socially and avocationally fulfilled is not considered re-integrated. 

Another example is the case of the high functioning individual who is 

unable to find work because of the general economic climate and is 

therefore classified as having experienced poor recovery 

to the severely disabled individual who may be "\-lorking" in 

business, which is essentially sheltered employment. 

compared 

a family 

This example illustrates another limitation of outcome 

measures, the over-emphasis on employment as a measure of community 

re-integration. (See for instance the study by van Zomeren and Van Den 



Borg (1985) that used return to work as the only measure of social 

adjustment). This over-emphasis reflects the policies of state 

vocational rehabilitation services, which define successful 

rehabilitation of clients as achievement of full-time employment. The 

use of employment as an outcome measure is also popular because it is 

an objective and quantifiable way to assess quality of life. 

33 

Additional support for the use of qualitative methods of 

assessment arises from the limitations of standard measures used in 

traditional studies. Cohen (1985) notes that the data obtained 

through conventional means of diagnosis such as psychological tests 

does not always yield sufficient operational information about 

disabled populations. For example, an individual may do well on a 

highly structured task carried out in a quiet testing area but be 

unable to perform similar tasles in the community. The results on 

standardized tests including the \'lAIS and Mt,1PI can therefore be 

misleading and provide inadequate information for treatment 

planning. 

A similar definitional limitation is seen in some of the 

studies using short Likert scales with no behavioral criterion or 

criteria too vague to be of more than broadly descriptive use. 

Describing the individual has having "moderate" dysfunction or "some 

problems" does not reveal much about their adjustment to the 

community other than to indicate that it is in some way below optimal. 

Many of the outcome studies suffer from problems of external 

validity: one is unable to generalize from the sample to the general 

population. This is particularly evident in studies using veterans 
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as subjects (see for example Sweeney & Smutok, 1983 and Teuber, 

1975). The sampling is biased because soldiers tend to be younger 

and in better physical condition than the average person, and many of 

the lesions are focal (resulting from penetrating missiles) rather 

than the diffuse injuries more often seen in motor vehicle accidents. 

The focus on acute stages of illness has already been 

identified as a characteristic of existing information on 

rehabilitation of the head injured. Many follow-up studies are 

limited to less than one year post injury (for example HcKinley, 1981; 

McLean, Dikmen, Temkin, Wyler & Gale, 1984), which is short of the 

spontaneous recovery period of 12-18 months suggested by Miller 

(1984) and Kertetz (1985). And it clearly does not include any 

therapeutic effects that may have resulted from extended rehabilitation 

services. 

Those long term studies that span a decade or more 

(including the admirable work by Teuber who has followed the war 

veterans of World War II, Korea, and Viet Nam) are limited by 

methodological problems. For exa~ple ,studies by Teuber (1975), 

Thomsen (1984), & Hook (1974) all have operational definitions of 

re-integration that are narrow and reveal little about the 

re-integration process or the reasons behind lack of adjustment. 

They simply document the lack of employment and vague social 

problems experienced by the veterans. Although they have 

contributed to the literature in terms of length of follow-up 

(10-25 years), the information is not sufficiently detailed to have 



clinical implications. That is, details of description have been 

sacrificed for statistical convenience. 

Another measurement problem lies in the difference between 

what the individual is capable of doing and what they actually 

accomplish in the community (Lynch, 1984). For example, although an 

individual may be capable of performing the tasks involved in a job, 

their anxiety about possible memory lapses in social situations 

may prevent them from working. One of the means of avoiding this is 

to conduct participant observation or rely on the report of family or 

friends to validate that of the injured individual. Heaton & 

Pendleton (1981) caution against relying totally on the report of 

family because their ratings may be influenced by feelings for 

the individual or by how the individual's function reflects on 

the care the family member is, or is not, providing. In addition, a 

family member's estimate of functioning may be over optimistic 

because the head injured person may perform better in a familiar 

environment than in the community. 

Common in quantitative studies is the sacrifice of a 

holistic description in favour of methodological rigour. 2 In order to 

control for such factors as sample bias and threats to internal 
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validity, the majority of studies on community re-integration are 

based on only one or two aspects of the phenomenon. This 

2 For example a study by Levin, Marshall, and Roberts (1979) was 
designed to describe long term outcome after head trauma. However, in 
making use of a predictive variable research design the findings, thouGh 
rigorous statistically, did not provide a picture of the lifeways of the 
head injured. 



reductionistic approach has contributed much to the fragmentation of 

this body of knowledge. One must review numerous studies, often from 

several disciplines~ before a complete understanding of the lives of 

the head injured is found. 
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In summary, the literature reviewed here reveals a paucity of 

detailed information on community re-integration. The majority of 

studies focus on the individual and fail to incorporate social process 

into the dynamics of head injury. Although existing studies do 

provide some indication of the extent that head injured individuals 

return to former lifeways, they add little to the knowledge of the 

process of re-integration and the barriers and problems of those 

that do not adjust. As a consequence, the implications of these 

studies for development of strategies to facilitate re-integration 

are limited. 

Social Science View of Disability 

There is no literature pertaining specifically to the socio

cultural understanding of the head injured. The last decade, however, 

has seen the beginnings of a literature on disability and the social 

response to disability. The establishment of the Culture and 

Disability Newsletter and the Studies in Disability quarterly attest 

to this. This section will briefly review some of the major social 

science concepts and comment on them in relation to head injury. 

Disability can be viewed from both an individual and societal 

perspective. From the individual perspective disability has to do with 

the problems and needs of the disabled person in relation to their 
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deficits. Pope (1984) describes the societal perspective as 

representing problems related to social integration and performance of 

social and economic roles. What transforms disability from an 

individual's troubles to a social problem is that disability threatens 

both the social norms and values and the ability of the group to 

achieve necessary or desired social and economic goals. Albrecht (1976) 

notes that there is some question about the most appropriate unit of 

analysis in studies of the physically disabled. Most research on 

disability has dealt with the individual as the primary unit of 

analysis yet disability can be conceived of as an attribute of the 

entire family, the community, or of society. 

Social Responses to Disability 

A major aspect of the current medical crisis, as noted by 

Albrecht and Levy (1984), is the replacement by degenerative and 

chronic illnesses of the pandeDic of infection that previously was the 

focus of medical care. This shift puts increasing emphasis on 

disability as a social problem. Given the changing nature of illness, 

one of the controversies is whether current biomedical model will be 

able to address the increasing incurable sicknesses of the 21st 

century. Critics such as Illich (1976), Navarro (1976), Waitzkins 

(1981), and Alexander (1982) suggest that it will not. They call for a 

re-evaluation of the complete health care system. 

The societal response to the increasing incidence of disability 

has been the gradual development of rehabilitation and income

maintenance services for the disabled. This response results from the 
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recognition of the cost effectiveness of returning a disabled person 

to work and the funding some rehabilitation services through Medicare

Medicaid. Importantly, legislation has influenced the social response 

to disability. For example, funding for professional education programs 

and research facilities came out of the progressive legislation of the 

1950's and 1960's. Legislative changes also have much to do with who 

is defined as disabled and how he or she is treated. Until fairly 

recently, most rehabilitation was vocationally oriented. Since the 1978 

Independent Living legislation, however, more emphasis has been placed 

on assisting the severely disabled to obtain some type of independent 

living. 

Societal responses to disability are culturally defined. That 

is, the range of potential responses to disability is influenced by 

cultural beliefs, values, and practices. Although the long term trend 

has been to accept people with disability, in earlier times infanticide 

and exile, as well as passive acceptance of the disabled as dependent, 

were common societal approaches to disability. Pope (1984) notes that 

in recent years, the framework of modern democracy has changed the 

definition of disabled to citizens with rights and responsibilities. 

Recently the disabled, themselves, have reacted to the societal 

response to disability. Disenchantment with the rehabilitation services 

has led to consumer activism among the disabled and self-help endeavors 

have been initiated in almost every disability group. Such groups not 

only give the disabled a sense of power and of actively doing 

something to improve their quality of life, they also fulfill the need 

to share experience with others in the same situation. The National 



Head Injury Foundation is an obvious example of this type of response 

to disability. 

Relevant Socio-cultural Nodels and Concepts 

To date a small number of sociological and cultural models 

applied to rehabilitation problems have been documented in journals 

commonly used by rehabilitation professionals. These will be briefly 

described below. Other socio-cultural concepts will be described in 

detail and applied in the interpretation section (Chapter 5) of this 

study. 

39 

An investigation of the politics of vocational evaluation by 

Murray and Ursprung (1983) was based on the model of symbolic 

interactionism. This model conceptualizes people as self directed 

individuals who construct, communicate, and share symbolic meanings 

through interactions in social situations. The study focused on the 

socially-constructed, latent standards of those participating in 

vocational evaluation. It particularly emphasized the influence of the 

evaluators' awareness of external forces and the consequences of their 

analysis for the career of the client and for the subsequent action of 

the professional community. Their political awareness was thus as 

important as clinical knowledge. 

Ideology is a term that is widely applied in the social 

sciences. It is a particular world-view by which a group with a common 

interest interpret events and experiences in order to support customary 

social roles and social relati.onships (StubbinG & Albee, 1984). 

Ideology is often thought of as a deliberate bias, but, it can have 
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subconscious influence and constitute tacit knowledge reproduced 

through patterns of behaviour. Ideology is important in disability 

since it directly affects how practitioners deal with clients and their 

needs. Stubbins and Albee consider the importance of the practitioner's 

ideology wh~n dealing with rehabilitation clients. They compare 

clinical and ecological models and conclude that these models 

encompass different values and moral perspectives concerning dealings 

with disabled people. They suggest that the ideology underlying the 

clinical approach to biomedicine emphasizes the personal deficits of 

individuals to the neglect of broader socio-cultural factors. An 

important requirement dismissed by an individualistic approach to 

disability is an understanding of the role of institutions and 

agencies in conditioning clinical practice. Thus rehabilitation 

focuses on returning the individual to work. Unlike many other 

countries, the United States has not instituted a quota systems of 

employing disabled people nor has it seriously considered 

implementation of permanent sheltered employment and independent living 

centers. The study by Hurray and Ursprung (1983) also consider the 

impact of the ideologies of rehabilitation professionals on client 

care. They conclude that the attitudes of the professionals were far 

from ideal and in fact often based on a conviction of the client's 

incompetence. 

A larger socio-cultural emphasis is suggested in Roth and 

Sugerman's comment (1984) that there are ways to view disability other 

than the adjustment of the individual to disability. They argue that 

the pain experienced by the disabled population is largely socially 
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constructed. Although we currently dwell on changes or adaptations in 

the person (as seen in the clinical focus on treatment planning and 

measuring outcome), there is the possibility of change elsewhere in the 

social structure. For example, prior to the legislation regarding 

architectural accessability and the right to education, the disabled 

person was seen as separate from society. As mainstreaming of disabled 

children has exemplified, the social structure can be changed which 

consequently changes the status of the disabled. 

Stubbins (1984) concludes in his essay on vocational 

rehabilitation as social science that rehabilitation has a narrow 

conception of its domain of relevance, characterized by positivism. He 

notes that rehabilitation is driven by a building block version of 

reality. Each study constitutes a block of information, but 

collectively these blocks have not been organized to reveal the 

conditions that account for the phenomenon that 60 percent of disabled 

adults are unemployed. He suggests that a socio-cultural approach 

would allow the understanding of both disabled clients and professional 

health care providers at a multi-faceted level. It would attend to the 

lived experiences of the disabled, particularly to those aspects that 

do not lend themselves easily to objectification. Moreover, he sees a 

socio-cul tural perspective as helpful in vie\oring hmol professionals are 

socialized into the profession and how this affects clients. 

Several other useful concepts have been applied to the study of 

disabled populations but appear in journals most frequently read by 

social scientists. Romers (1983) investigated the application of the 

concept of alienation in the study of disability and concluded that 
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alienation was not a consequence of disability. Stigma has been 

extensively studied, following the seminal work by Goffman (1961), and 

has been investigated among burn patients (Knudson-Cooper, 1981) and 

dwarfs (Ablon, 1981). Social support is another concept employed in the 

analysis of social scientists in psychology, sociology, and cultural 

anthropology (See Jacobson, 1986 and Pilisuk & Froland, 1978 for 

overview of the literature). Midanik & Smith (1980) study the effects 

of social resources on recovery and the perceived sense of control 

among the disabled. They distinguish between primary social sources, 

"'lhich include personal support and living in a multi-person household 

and secondary support such as rehabilitation services, and agencies. 

They conclude that social resources do not significantly affect 

recovery or a sense of control. 

In summary, this review of a social science perspective 

suggests that although links between social science and rehabilitation 

are beginning to be made, development is at best, tentative. To date, 

social scientists have largely been responsible for initiating 

research. Once their example is followed by rehabilitation 

practitioners the literature will achieve its potential. 

Ethnographic Vie ... l of Disability 

Ethnography is a research method used in cultural 

anthropology and applied within the subdiscipline of medical 

anthropology. In its broadest sense, it is the work of describing 

a culture. The object is to understand another way of life from the 

IInative ll or participant's viewpoint through systematic observing, 



detailing, describing, documenting, and analyzing the lifeways of 

a culture or subculture (Leininger, 1985). Ethnography 

incorporates learning from people in addition to learning about them. 

It engages an inductive method which generates many new research 

questions. 
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Ethnographic research is based on the assumption that 

knowledge of all aspects of a culture is important to an understanding 

of that culture. These aspects are linked by the ethnographer to 

produce a holistic picture of the culture, be it a remote African tribe 

or AIDS victims. In many cases it is undertaken as knowledge 

for the sake of knowledge, to obtain a comparative understanding of 

the universal and relative aspects of human behaviour. This study, 

however, is an example of what Spradley (1979) terms "strategic 

research", that is, it begins with an interest in a specific human 

problem. The objective of this more pragmatic approach is to assist 

in the development of a human service. In this case, my objective 

is to provide greater insight into the lifeways of the head 

injured in order to improve their quality of life and that of their 

families. 

Leininger (1985) has identified two types of ethnography 

useful in the health care field, "maxi" and "mini" ethnography. A 

maxi ethnography is a large scale, comprehensive study of the 

general and particular features of a designated culture. Such a 

study of the care and health patterns of Indonesian people, for 

example, would consider political, economic, religious, kinship, and 

ecological factors. A mini ethnography is a small scale study 
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focused on a specific area of inquiry. An example would be the 

preventive health care practices of members of an Inuit tribe in their 

homeso It requires less in terms of broad background about a 

particular group but more about a specific problem area and those 

aspects of group life that impact on this problem. This study is an 

exanple of a mini ethnography. 

There are a number of advantages of using ethnographic 

research. Borg and Gall (1979) note that such studies provide a 

complete picture of the individual and their environment, in contrast 

to the traditional rehabilitation study which is based on 

reductionistic principles. This holistic perspective reflects the 

underlying philosophical base in the rehabilitation field. 

Stubbins (1984) notes that an ethnographic approach helps 

professionals to control the biases they often develop during their 

training. Because researchers do not begin with specific hypotheses, 

they are less likely to overlook phenomenon that do not fit their 

original expectations. This may lead to new insights or 

perspectives on a research topic that has been extensively 

studied in the past. Another advantage of qualitative, 

phenomenological research is that the hypotheses generated are 

based on observational data obtained in a naturalistic setting. 

This provides a degree of validity to hypotheses that then may 

be studied in greater detail in subsequent research. Although 

deductive research based on existing theory is frequently 

fruitful, the connection between the research question and theory may 

be a tenuous one, based on the researchers intuition or logic 
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rather than on observation. Yet another advantage of ethnographic 

research is the type of information that it provides for 

decision-makers in health care. Agar (1973) suggests that health 

care policy, treatment, and education are based on the decision 

makers notions of "what sick people are like." I!1hile quantitative 

studies present descriptive summaries, the numbers and labels of hard 

scientists tell little of ,,,ho the disabled are and how they 

experience their lives. Estroff (1984), writing about the lives of 

the mentally ill, provides an example of ho", studies considering the 

lived experience of the ill can provide detailed accounts for those 

who will make policy decisions, enabling them to act with more vision 

and less ignorance. 

Roth and Sugerman (1984) note that the detail provided in 

ethnographic studies is what traditional researchers consider 

"noise" and attempt to eradicate from their rigorous studies. It is 

this noise that alloHs the clinician or the lay person to 

understand the finer structure of individual lives. Importantly it 

aids in humanizing stereotypes which are all too prevalent 

disabled population. 

in the 

A number of 

ethnographic research. 

different techniques may be used to conduct 

These include: systematic observation, 

participant-observation, informal and formal interviews, and 

autobiographical studies. A common feature of all of these techniques 

is an emphasis on the phenomenological study of meaning in context. 

One basic assumptions of phenomenology incorporated in 

ethnography is that human behaviour goes beyond that which can be 



observed; its significance lies in the perspectives and meanings held 

by the individual in a particular context (Schmid, 1981). That 

is, understanding arises both from observation of behaviour and from 

information about the individuals interpretations of their 

experiences. The purpose of phenomenology then, is to abstract from 

experience to knowledge. Applied to the study of disability, 

phenomenology means that a person's feelings, thoughts, perceptions, 

beliefs, and experiences are all critical units of analysis. 
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I will begin by presenting phenomenological data from the head 

injured and their families--a comprehensive description of the 

phenomenon of head injury from the actors' own viewpoint. The study 

will make use of the grounded theory perspective to analyze this 

phenomenological data. Grounded theory is an exploratory qualitative 

research approach (Glaser and Strauss, 1967) by which conceptual 

models and hypotheses follow from the analysis of the data rather 

than precede it, as in traditional quantitative studies. The use 

of this approach assumes that not all is known about a subject, 

that important variables have not yet been identified and must be 

discovered. It results in the development of a conceptual framework 

and a number of specific hypothesis for further testing. 

Review of Relevant Ethnographic Literature 

The literature on head trauma is noted for its medical 

orientation. This heritage was largely a result of the intensive 

medical efforts needed in the acute stages of disability and by the 

relative infancy of rehabilitation compared to the neurological 
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sciences. Consequently, the research tends to reflect the 

quantitative, positivistic tradition. One of the few exceptions to 

this is a recent pilot study of psychological adjustment by and 

Karpman, Wolfe, and Vargo (1985). These researchers used in-depth 

interview and thematic analysis in an exploratory study of long term 

psychological adjustment to closed head injury by victims and their 

families. Another exception may be found in the area of 

neuropsychology where Luria (1972) published a case history, 

spanning 25 years, of a head injured veteran of \'lorld War II. This 

moving account of the subjective experience of brain injury is based 

on the patient's personal diaries and numerous interviews conducted by 

Luria. The much acclaimed collection of neurological "clinical tales" 

by Oliver Sacks (1987) entitled The Han Hho Histook His Wife for a Hat 

is a more popular attempt at presenting the lives of the neurologically 

impaired. 

But although qualitative research in the head injury area is 

unusual, it has been used widely in other areas of disability and 

deviance. Anthropological works based on intensive participant 

observation have focused on the de-institutionalized mentally ill. In 

these studies, the researcher joins the community of the mentally ill 

as a participant and bases his or her conclusions on personal 

experience, intensive interviews, and observation. Estroff's book 

(1981) Haking it Crazy is an excellent example. She provides 

invaluable insight into the world of the chronically mentally ill in 

the community, based on her two year experience in that subculture. Her 

account is remarkable because of her ability to portray the lived world 
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of this patient population in a manner that is accessible to both lay 

people and professionals alike. Similarly Reynolds & Farberow (1977) 

examine the experiences of mental patients in an aftercare 

situation from a participant-observer approach. 

Spradley's (1970) work on urban nomads and alcoholics is 

exemplary in the field and the basis for his considerable 

theoretical contribution to applied anthropology in medical and 

social issues. Agar (1973), Stephens & McBride (1976) and Weppner 

(1973) made early and valuable contributions to the literature 

on drug addiction using ethnographic and phenomenological 

approaches. The cultural anthropologist Edgerton (1967) explores the 

world of the mentally retarded focusing particularly on their adaptive 

skills (1967). 

A number of studies of physical disability have used 

qualitative research strategies. Notable is the work by Sca~eider 

& Conrad (1983) on the experience of epilepsy. This book is the 

result of 80 in-depth interviews covering such areas as 

non-compliance, relations with physicians, and stigma. Kaufert & 

Kaufert (1984) used a similar method to study the experiences of lone 

term polio patients in Canada. Locker's (1983) study of 24 people 

suffering from severe rheumatoid arthritis discussed perceptions of 

activities of daily living, work and income, therapeutic 

intervention, social relationships and family life. Duval (1984) 

likewise used a phenomenological approach to study how the 

physical symptoms of multiple sclerosis are expressed and experienced 

as psychosocial problems. Goldin's (1984) two year study based on 
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participant observation of a consumer advocacy group of blind people 

considered the cultural redefinition of the blind and the politics of 

advocacy groups. A sociological perspective on the deaf subculture was 

taken by Higgins (1980), who considered the self perception of deaf and 

their interactions with others in relation to ability to identify with 

the mainstream. Gubrium and Buckholdt (1982) conducted extensive 

participant observation in a rehabilitation ward, producing what might 

be called an expose on the care of the disabled. Roth and Eddy (1967) 

also used participant-observation in their investigation of a long term 

care rehabilitation institution for the "ummnted". Such descriptions 

contribute a rich and all-encompassing picture of the rehabilitation 

process. 

Qualitative approaches have long been accepted in the 

gerontological field. One of the most notable contributions was made 

by Barbara Myerhoff (1978) who interviewed aging Jewish Americans 

in Venice Beach. Gubrium (1975) used participant observation in 

learning about the institutionalization of the aged in Livins and 

Dying in Murray Manor. Growing Old in Silence (Becker, 1980) is an 

applied anthropological study based on interviews with aging deaf 

individuals. And Laird (1979) WI'ote about life in a nursing home from 

the insider's perspective. 

There appears to be ample evidence, then, of the utility of 

this type of research in the rehabilitation field. Although 

ethnography is little-known in the field, there is solid 

theoretical and practical support for its use in investigating 

community re-integration in head trauma. 



Limits of Ethnographic Research 

Because of the subjective bias of the research, reliability 

has been described as a problem in many qualitative studies. 

Moreover, because samples are selected specifically for the 

question at hand and have no pretense of being strictly 

representative, ethnographic 5tudies are difficult to replicate. 

Another pragmatic limitation of this type of study is that it is 

time-consuming in terms of data collection and analysis, which can be 

particularly problematic if funding is an issue. But the most 

problematic aspect of ethnographic research is that it largely 

disregarded by the health care field as "soft" research, lacking 

scientific rigour. Such sentiments are based on the overriding 

positivistic tradition of health care, and they tend to prevent 

other means of knowledge generation from contributing to the 

grm.,ring 11 terature in rehabilitation. 
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CHAPTER 3 

METHOD 

Sample Selection 

The sampling techniques of ethnography differ importantly from 

those of the traditional-hypothesis testing approach. In ethnography 

the sample is not representative, as it is in quantitative studies. 

Rather, informants with specific characteristics are chosen because 

of their ability to communicate the views and experiences of the 

group of which they are a part. Key informants are highly 

knowledgeable about the phenomenon and show potential to reveal 

substantive data. Such individuals are actively sought rather than 

obtained through chance in a randomized sample. Sample selection 

for this study, therefore, was opportunistic rather than statistical. 

My objective was not to count the types of people that have head 

trauma, but to gain insight into the experience of head injury. 

The informants were initially drawn from two sources. One 

was the Arizona Head Injury Foundation (AHIF). Two leaders in the 

organization, acting as experts, provided names which they considered 

to be representative of the range of head injured individuals in the 

community. After a core of informants was obtained, the informants 

themselves began to recommend others they thought would be interested 

and who had a valuable viewpoint. This snowballing effect is common in 

ethnographic studies. Two informants were recommended by 
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professionals who ",orked in a day-treatment program. In t\-10 cases head 

injured informants were unwilling to have their families interviewed 

and in two other case~ no family members were living in the area. All 

family members approached were willing to participate. Three head 

injured individuals were not interviewed because they were attending 

out-of-state rehabilitation facilities, and one refused to be 

intervie",ed. The families of these individuals were intervie",ed 

because of their desire to participate and the richness of their 

experiences. The sample included three health care providers who 

made a unique contribution because of their prior experience. Their 

professional background allowed them to compare what they were 

currently experiencing to what they had learned as professionals. 

Field "lork Methods 

Three field work strategies were used in this study. The data 

were collected primarily in extensive semi-structured interviews 

with key informants representing the disabled and their families. 

The questions and probes included in the preliminary interview 

schedule were drawn from three sources: a review of the head 

trauma literature, illness ethnographies of other disabled 

groups, and the investigator's clinical experience with the head 

injured. (The section on ethnographic process will address how the 

interviewing evolved from the preliminary schedule). 

A second research strategy was participant observation. 

Participant observation involves the researcher be both engaged in the 

scene and observer. It requires watching ones o"m actions, the 



behaviour of others, and all aspects of the socio-cultural situation. 

(Spradley, 1979.) Participant observation was a particularly valuabel 

technique in this case because what people say is not always reflected 

in what they do. In studying a group that use denial and concealment 

strategies, it is important to validate what members say with 

behavioral observation. 
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Participant observation took three forms. The first was 

participation in the monthly family support meetings of the Arizona 

Head Injury Foundation. The meetings varied in their format, some 

were simply informal opportunities for the families of head injured 

to share concerns and offer support to other members. Occasionally, 

there where formal presentations by speakers (such as a 

neuropsychologist). I attended six of these as a participant 

observer. Because of organizational problems with the AHIF, this was 

fewer than originally anticipated. (This will be discussed further 

under the ethnographic process section). In addition, I attended 

three social functions sponsored by the support group. A second source 

of participant observation was time spent with the families. 

Shopping, restaurants, visits with neighbors, trips to the local park, 

and shared meals provided a variety of contexts for gathering 

information. A third source of participant observation was 

observation of rehabilitation programs designed to promote community 

re-integration. 15 hours were spent in a day program and another 20 in 

an inpatient rehabilitation setting. No attempt was made to interview 

professionals, rather my goal was how the disabled experienced these 

settings. These observations were intended to supplement my 



professional experience and to place the comments of the head injured 

and their families about the rehabilitation process into context. 

54 

A third research strategy was a review of pertinent non

academic literature. Sources included human interest stories from local 

newspapers, newsletters from the National Head Injury Foundation and a 

variety of state head injury organizations, brochures describing 

treatment facilities, and documents provided by the informants. These 

personal documents took a number of for~s. A diary kept as a memory 

prompt by one informant during her recovery, which detailed activities 

and feeling for each day vTaS a rich source of data. Two informants 

provided written IIstories ll or testimonials of their injury. One parent 

had compiled a scrap book about the head injured person's life. It 

contained mementos relating to life before the accident (such as report 

cards), the press clippings about the accident, and documents relating 

to the rehabilitation process and community service agencies. The most 

moving document was the lyrics to a song one informant wrote about 

head injury which is illustrated in Figure 1. This poem was first 

written as lyrics for a song by a moderately head injured individual 

about 12 years after his accident. He was striving, unsuccessfully, to 

become a musician. 

Interview Procedures 

Informants were referred to me by the AHIF, by the Bridges 

Rehabilitation Day Program, or by other informants. 

contacted by telephone and interviews were conducted 

convenience. The issues of confidentiality and 

They were 

at their 

consent were 



It is on the verge of havin' it and then not knowing 

Its to have success within ones grasp and then to fail 

Its to have all ones really striven for and then vanish 

Its to find the friends one thought not there at all 

Its trying to find the strength within ones self to bear it 

Its to try and try again an' then to fail 

Its having to pull ones self up again not knowing 

Whether or not things will be a brighter shade of pale. 

Figure 1. Bent Roses - A Poem 
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introduced in thefirst telephone contact and the consent form read and 

signed at the beginning of the first interview. Initial interviews vlere 

conducted in the informant's home to decrease the contextual 

influence of the clinical rehabilitation process and to 

increase the emphasis on the community. In addition, I presented 

myself as an anthropologist rather than a rehabilitation professional 

in order to minimize my clinical role and emphasize the 

anthropological orientation of the study. 

Illness histories Here used to begin the intervie'-1s. 

Statements obtained in response to questions such as "Tell me your 

story" provided the background to the injury and a concrete area in 

which to begin building rapport. Basic demographic information data 

about each informant was collected during the first interview. The 

results were compared to the existing demographic profile of this 

disability group to ensure relative representativeness of the sample. 

Three types of questions were asked during the process. 

Descriptive questions vlere used to illicit a story-like account from 

the informant. For example "How was the rehabilitation process for 

you?" Structured questions were also used to elicit specific 

responses to questions later in the process. For example I was 

interested in patterns of resort and asked informants to describe all 

the types of help they had sought. To validate and cross-check 

variables, a third type of question was used. One example of such a 

validation question used is, "Some have told me that loneliness is a 

problem for them, others have said it is not. 1'lhat has been your 

experience?" 
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Recording of Data 

Four means of collecting data "rere used: tapes, written field 

notes, documents, and a field journal. vlith the informant's consent, 

interviews were tape recorded and transcribed by the investigator 

after the interview had taken place. Field notes were a second type 

of data. The short-note technique of recording data was used in 

interviews outside the family home and immediately after 

participant-observation. These notes also contained objective 

perceptions regarding the interviews and activities. General 

impressions of interviews, particularly of affective mood were noted as 

well as interactive data. Third, a review of relevant documents, 

described above, was conducted. A fourth type of record was a field 

log or diary. This included thoughts, feelings, ideas, and hypotheses 

generated by my contact with informants. It also contained questions, 

problems, and frustrations concerning the overall research process. 

(Excerpts from the journals can be found in the section addressing 

reflexivity). All four types of data were subjected to analysis. 

pata Analysis 

Data analysis went on throughout the data collection period. 

Each interview was transcribed before the next was conducted and 

information obtained from the interviews was used to formulate 

questions asked in subsequent interviews. 

The data was subjected to thematic and content analysis. 

Following Amarasingham (1984), metaphorical language "las also analyzed 

to obtain more meaning-centered information about the experience of 
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head injury. Because part of the purpose of the study was to introduce 

conceptual or theoretical significance to the subject matter I 

identified conceptual links among the categories of data rather than 

simply describing them, in order to communicate the informants point 

of view. Thus while gathering data, theory was reviewed and checked 

for pertinence. In the process I wrote theoretical papers which 

developed links between the ethnographic data and interpretative 

statements. 

Data were managed using the Ethnograph Softwear Program, 

version 3 (Seidel, 1985). Interviews, field notes and diaries, and 

summaries of documents were transcribed onto the computer. After I 

coded the transcripts, the program organized the data into thematic 

groups which I then used for interpretation. A content analysis was 

also conducted using this program. 

Codes or labels were both substantive and conceptual. Coding 

began by using concrete words that informants used to describe 

their experiences for example loneliness, work, and memory. Then codes 

based on more abstract concepts linked these concrete codes 

together, such as loss of competence and identity. Conceptual codes 

were derived from the ongoing theoretical review. 

Kinds of Knowledge 

The kinds of knowledge produced by informants is an important 

aspect of data analysis and interpretation. Initially I concentrated on 

the content of my interactions with informants; contextual and 

processual aspects of these interactions, however, are as valuable 



ethnographic data. There are a number of ways of classifying the 

kinds of knowledge produced. Four of these are outlined belo\OT. 
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One type of knowledge is prototypical knowledge. This 

knowledge typifies or is symbolic of the larger experience; it 

summarizes or characterizes the lives of the informant. In this 

ethnography, prototypical knowledge often related to the unique 

problems of head injury. For example, one parent related how her son 

was not hired for a job. He forgot the first interview because of his 

memory deficit and he was late for the second interview because he got 

distracted on the bus, forgot to get off at the correct stop, and then 

could not locate the building because of his inability to follow verbal 

directions. Prototypical knowledge often emerges early in an 

ethnographic interview and may be repeated a number of times. As one 

informant remembered that "this is one of my head injury stories." 

A second type of knowledge is shared knowledge. Being involved 

in a small "community" \oThere many of the informants knew each other 

allowed the discovery a common pool of knowledge. Often I heard the 

same prototypical story from a number of sources; one story 

illustrating the trials of applying for Social Security Insurance was 

recounted by four different people. Shared knowledge represented a sort 

of mythology in the community and in one sense provided a group 

identity. Participating in a small community I was also privy to the 

perception of the head injured and their families about others in the 

head injured circle. Although not all informants were known to each 

other, because of the tie with the AHIF and a number of peer support 

groups, I found that many were acquaintances. This gave me insight into 



such things as the competition between families for the n\V'orst 

situation" and the hierarchy of disabilities. 
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The distinction bet"leen primary and secondary information is a 

third type of knowledge. Marcus and Fischer (1986) discuss the fact 

that people are no longer isolated; they have acceS3 to materials 

written about them. It is important to determine whether what 

informants say derives from secondary sources or from their own 

experience. Secondary knowledge "TaS evident from the number of 

informants who "gathered all they could from the books" and often used 

it to support primary information based on their o\V'n experience. In 

other instances, for example when discussing the disabled person's 

ability to be independent, I detected what seemed to be secondary 

knowledge from health professionals. When this was explored further, 

informants were found to have ideas abuut independence based on 

secondary knowledge that diverged from those originally expressed. 

Young (1981) provides a fourth way of categorizing the "lays people 

organize their facts and produce knowledge. He outlines five such "lays. 

The first type is theoretical kno\·rledge which includes interpretive 

schemes (germ theory as a way of understanding disease), principles, 

(moral reasoning), 

ethnophysiological 

and analogical thinking. Another example is 

ideas, how the injury affected the brain to cause 

current problems. Young's second type of knowledge is empirical and it 

constitutes what the informant observes and his or her impressions of 

what others observe. This subtype of theoretical knowledge is most 

often concrete. It was often produced in the initial stages of the 
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contact with the informants. An example is the family's description of 

how the disabled person's behaviour differs in private and public. 

Rationalized knowledge is Young's third type. It frames objects 

and events in a way that makes them consistent with the way the 

informant sees the world. Rationalized knowledge is adaptive in that it 

reduces discrepancies and anxiety. Huch of the discourse on "the 

medical/social service system" and how it was to blame is a way of 

rationalizing the head injured person's lack of progre~s. 

Intersubjective knowledge, the fourth type, involves ways to 

make what is known intelligible to others. The metaphors so often used 

by informants to make their experiences clear are examples of this kind 

of knowledge. 

The fifth type, negotiated knowledge, is one of the most 

critical to good ethnographic research. This type of knowledge is 

produced in interaction with other people. The information produced in 

a diagnostic session with a physician is a good general example of 

this. On several occasions informants noted that "they had never quite 

put it together like that until now." Because people want to conceal 

their deficits and because the real experience is not a socially 

acceptable topic of discussion, ethnographic research provided a':1 

opportunity for informants to verbalize, integrate, and objectify their 

experiences. As one mother stated, "You are stimulating my thinking 

too, do you mind if I get a pencil and make notes on this - I had never 

thought about it like that until I just said it." Related to negotiated 

knowledge is the idea of tacit and manifest knowledge. Tacit knowledge 

is not conscious and often reproduced through patterns of behaviour, 
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while manifest knowledge is objectified and more obvious to the speaker 

(as in the case of prototypical kno'Vlledge) • Taci t knowledge may be 

revealed in interaction with another, as exemplified in the above 

excerpt. 

The Ethnographic Process 

Unlike positivistic investigations, where design dictates that 

variables are held constant and procedures are standardized, 

ethnography is a dynamic process. As a researcher I became an active 

participant in the lives of the informants. My presence and questions 

affected their responses and may have produced a change in 

consciousness of informants. The focus of this study was refined as 

interviewing and observation progressed; knowledge and insights gained 

in the early interviews influenced the topics and situations used in 

later intervietvs. For example , initially I vlaS interested in 

discovering who the head injured depended on for practical assistance, 

hOvlever, informants were uninterested in this area. Instead they 

brought up the issue of wanting to avoid other head injured people. 

Because the informants were teaching me new questions and areas for 

study were generated in the interviews. This section will consider 

how some aspects of the research method were modified during the study 

to better explore the lifeways of the head injured. 

One of the methodological issues critical to ethnography is tho 

evolution of the role of the investigator in participant observation. I 

initially attended AHIF meetings as a observer, intending to contribute 

little and learn much. Instead because the organization encountered a 



leadership struggle and membership dissention over a number of issue, I 

began to be looked to for advice in dealing \-1i th the problems. 

Moreover, in attending the meetings I was perceived as aligned with one 

faction of the AHIF rather than another. This affected the behaviour of 

informants toward me. As organizational problems escalated I withdrev' 

from this aspect of observation because the study was at risk of 

becoming one of organizational dynamics rather than of the experience 

of head injury. 

Hy role with individual informants also changed after gainine 

rapport with them. Initially I was seen as a researcher who they were 

teaching. They tended to discuss topics such as the history of their 

injury, dissatisfaction with rehabilitation professionals, and 

treatment they had received. After a few interviews, much more 

sensitive topics were brought up. This evolution of nature of 

information is illustrated by the case of one key informant who began 

interviews discussing his plans to attend a well-known astronomy 

school and in final interviews revealine his inability to follow long 

articles in a magazine. 

Because of the intensity of their loneliness many informants 

began to see me as a friend and a sounding board. They spent less time 

relating things they thought I should know and more time discussing 

current problems. This is one of the hazards of this type of research 

and is discussed more fully in the reflexivity section of this chapter. 

In addition to perceived changes of role, my methodological 

approach changed as I became more familiar with the world of the head 

injured. Initially I planned to use ten key informants, but I later, I 
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reduced this to six. The ethnographic process revealed that the 

richness of informants' experiences necessitated more hours with each 

one than I had planned. In addition, the very nature of the group I was 

studying meant that they would have difficulty retrieving and 

articulating ideas. I left ideas with some to consider until the next 

interview; others wrote notes for me during the time between 

intervie\vs. Because of what I learned in the process I decided to study 

fewer people more fully. 

"\'i'ri ting Culture" 

Ethnographic methods include more than field work strategies 

and ways of analyzing the data. One of the most critical tasks of the 

ethnographer is the presentation of findings. Nore than other type of 

research, the final written form the study takes influences the 

reader's understanding of the experience. This is reflected in a 

recent trend in cultural anthropology to focus on the representation 

of the culture. The focus on writing emphasizes the reader as one of 

the participants in ethnography along vIi th the ethnographer and 

informants. A~ad (1986) notes that the process of describing a culture 

to others is one of translation. He stresses the importance of oaking 

what is coherent and important in the informants' thinking as clear as 

possible to the readers. According to Crapanzano (1980) ethnography 

can be seen as an encounter where reality is negotiated between the 

researcher and the people. Although reality is usually attributed to 

the informants, only the researcher in fact has a part in determining 

and expressing it. Marcus and Fischer (1986) note the importance of 
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the issue in asking what the neat textualization of the data conceals 

about the fieldworker's imperfect, shaky control of the material-

about which he or she later writes with authority. To illustrate the 

importance of this step in the ethnographic research tradition, I have 

presented a number of issues from my experience. 

One of the difficulties of writing culture is reducing the 

diverse materials into a coherent text. One of my major tasks was to 

make choices among the various interpretive themes to include in the 

text. There was ouch more information than could be addressed in a 

coherent fashion. One specific way in vrhich I used the writing to 

better portray the experience was to include a small section on 

metaphors used by the head injured. Recognizing the difficulty in 

expressing my interpretation of the head injury experience I chose to 

include these metaphors to supplement the ethnographic data. I hope 

that they convey the flavour of the experience of the head injured in a 

concentrated yet eloquent form. 

In addition, the ethnographer must provide the reader with ways 

of monitoring and evaluating the mnterial and the sources of 

information. This involves both providing a sufficient number of 

appropriate illustrations and examples of the data. It is critical to 

present enough ravr material of fieldwork to challenge the reader to 

judge what should be done with it. I attempted to do this by includinG 

four methods of presenting the ethnographic data, by liberal use of 

excerpts from interviews, and by illustrating how substantive and 

conceptual links ",ere made. 



If research is to have significance beyond a limited circle of 

specialists who speak the same langauge, the ethnographer must attend 

to methods of writing. One of the problems I faced was writing 

simultaneously for two different academic fields and a public 

audience. Multiple readership leads to the dilemmas of balancing 

sufficient conceptual content to make it more than just another story 

with clarity and simplicity of presentation. I faced the challenge of 

writing for a medical and a social science readership whose knowledge 

bases are quite different. This was complicated by my attempt to make 

the v~iting available to the disabled and their families. It is my 

belief that they, as well as professionals, should have access to the 

document. 

Reflexivity 
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Refexivity refers to the influence of the investigator's own 

background, perceptions, and interests on the ethnographic process 

(Good et aI, 1985). It is the effect of personal history on social 

research and reflects the notion of the researcher as an instrument. 

Aamodt (1982) notes that the ethnographic approach is reflexive in that 

the researcher is part of the research not separate from it. Research 

situations are dynamic and the researcher is a participant not merely 

an observer. The biases and attributes which the researcher brings may 

act as enhancers or stimulators to the research goal or as obstacles. 

Upon entering a new culture, the researcher must continuously reflect 

upon his or her own characteristics and examine how they influence the 

informants. As Marcus and Fischer (1986) suggest, not only is 
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reflexive thought important to the accurate rendering of the data; 

biographical data of the author may bring the text to life. The 

investigator then, must be analyzed in the context of the 

ethnography. Although reflexive thought is important to the accurate 

interpretation of data, it also provides opportunity for the researcher 

to learn about him or herself. This self-analysis facilitates both 

personal growth and refinement of the individual's skills as an 

ethnographer. 

In the past, ethnographers have claimed neutrality and even 

invisibility in their field work, much as the objective scientist does 

in the positivistic tradition. The focus on reflexivity is a recent 

trend in cultural anthropology as evident in the publication of in 

l1alinovlski's (1967) field diary, and works such as those of RabinoH 

(1977) and Crapanzano (1980)in Horocco and Shostak (1981) with the 

!Kung. These works include personal and confessional sections. 

Importantly, these reflexive Hritings focus on the communication 

process between the informants and the researcher. This new emphasis 

parallels recent changes in the scientific model of modern physics 

where, the influence of observation upon the observed is incorporated 

into the base of the investigation. 

\fuat follows is an analysis of my influence on the research 

process and interpretation of findings. I will first identity my 

various roles and how they impact on ethnography and then cover a 

number of issues that affected the process. Although reflective 

activity is essential, it is important to recognize that one may be 

reflexive only as far as personal insight and awareness allow. 
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Multiple Roles and Ethnographic Research 

Agar (1986) notes that ethnography is first of all a function 

of the ethnographer, who brings the complexities of his or her own 

socio-cultural background to bear on the study. The researcher's 

background dictates the frame"lOrk from which he or she organize, study, 

and analyze the findings. This background is made up of all the 

resources available to make sense out of the experience and is often 

reflected in multiple roles the researcher plays while engaged in the 

ethnography. 

One of the most important aspects of a researchers's 

background is the nature of professional training and socialization. As 

an occupational therapist with several years clinical experience in 

rehabilitation and counselling, I came to the research with a number 

of skills. Because of my professional training I was more 

knouledgeable about head injury than the average anthropologist would 

have been. I did not have to spend much time learning the background 

language of the culture since I was familiar with the biomedical 

vocabulary and the process of rehabilitation. This allowed me to put 

comments about rehabilitation into context immediately. My experience 

also allowed me to focus quickly on relevant information and to avoid 

the red herrings that often distract the uninitiated. Although my 

background prevented me, at times, from obtaining an unbiased 

perspective, it facilitated rapport. Because of this I was able to gain 

the trust of informants early on and obtain richer accounts of their 

lifeways. Ny years as a counsellor also equipped me with active 



listening skills and the ability to use a variety of questions and 

probes to facilitate discourse. 

In other ways my background as a rehabilitation professional 

was a hinderance. At times I vlaS unable to see past my professional 

prejudices to the informant's experience. I found myself thinking in 

biomedical vocabulary and perceiving the experience in old, familiar 

terms. I also found that I was providing support in subtle ways, such 

as giving positive feedback when I noted improvements from one 

intervie' .... to the next. This partly reflected my background in 

counseling and partly my communication style. Although I tried to 

minimize this, I was never completely successful. 

!·1y background as a professional also proved difficult 

because ouch discourse was centered on dissatisfaction with the health 

professionals as this excerpt from my field diary illustrates: 

All of these negative comments about rehabilitation - I do not 
believe them. They are not so true in r.Jy experience. Is it 
confabulation? l1y past intrudes here. 

Although I did not present myself as a professional, comments such as, 

"what a waste of time that occupational therapy is" did not escape me. 

This reaction surprised me. Although I began this study as a sometime 

critic of the rehabilitation system, I maintained mixed loyalties and 

felt much of the criticism personally. I largely agreed with it, yet I 

suffered from it. 

They rail against what I am, sort of what I am, and that hurts. 
Could they do better? But I also agree with it--or I would not 
be doing this. 

My identity was further complicated by my recent experiences in 

clinical anthropology. During the study I portrayed myself as an 
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anthropologist to minimize the clinical implications of the study. As 

an anthropologist I wanted to do pure ethnography, to produce an 

account of the lifeways of the head injured that would survive the 

criticism of clinical anthropologists. As a health care provider I am 

trained to help. This mctivated me to look for specific and practical 

treatment implications. I spent most of the study juggling the 

influences of this double agenda. At times the ethnographer in me ~Tould 

dominate, as when I focused on methodological concerns. At other times, 

I became a clinician looking for answers--as for instance when I 

explored exaetly how a home treatment program worked in hopes of the 

sharing the information with others. The tension was partially resolved 

in the production of what I call a "clinical ethnography." Because of 

the double roles I was able to both tell the story and develop 

treatment implications that will directly affect the lives of the head 

injured. 

Another aspect of my identity that I did not anticipate 

affecting my work was that of graduate student. Because of the 

stresses inherent in the position of the lonely student doing major 

research I at times, identified "lith the marginality of the informants. 

Like the head injured I was "neither fish nor fowl"--neither the 

student attending class nor the professional. In addition to sharing 

disability I also shared the experience of liminality. 

The Ethnographer in the Process 

Every ethnography involves choice--in methodological approach 

and refinements, in choice of themes to focus on, in interpretations, 
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in the final representation of the ethnographic experience. In this 

sense the ethnographic process involves ethical and political 

considerations that reflect the background and character of the 

researcher. 

At the beginning of the study I noted my reasons for choosing 

this problem and particular approach to study. Figure 2 illustrates 

how I entered the research arena, the factors that motivated the 

ethnography and subsequently led to the study as it was conducted. The 

practical issue of a funded fellowship was one of my first motivations. 

As I began background reading I realized that the head injured were 

underdogs among disability groups, which increased my interest in doing 

something for them. My reading also revealed that there had been 

little work done on the community experience; hence my contribution 

might seem more significant than if I took a group such as blind or 

the spinal cord injured, on whom the literature is voluminous. 

Aspects of my makeup Here evident in the choice of the 

ethnographic approach. The intensity of the ethnographic experience 

was one of its major attraction. Rather than distancing myself 

through a rigorous design and the use instruments, I wanted to obtain a 

first hand picture to really understand how they felt. In ethnographic 

terms I sought the "lived experience" of these people. 

This is exhausting--the tragedy of his life--it just kills me. 
Lucky he had his back turned to me or he would have seen the 
tears. I don't know how they stand it, I would rather be dead. 

Although I did achieve the intensity of experience intended I did not 

anticipate the emotional toll that ethnography can take on the 

investigator. 
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IPersonal interest in area of head trauma I 

Review of biomedical Theoretical preparation 
literature in cultural and clinical 
Neuropsychology courses anthropolog; 

Clinical internship in Review of recent social 
head trauma science and ethnographic 
rehabilitation studies 

Study of professional's 
perception of needs of 
the head injured 

IInvolvement with Arizona Head Injury Foundation I 

IPilot project with three informants I 
and their families 

I Disability ethnography I 

Figure 2. Evolution of Research Idea 
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Before beginning data collection I also noted some of my basic 

assumptions. Although the ideal is to be unbiased, I recognized I held 

some beliefs about the study and that it was necessary for me to 

identify them and continually assess their impact on my research. One 

of my methodological assumptions was that through the use of 

anthropologic questions I would gain original data. I assumed that if I 

went about it properly, I would gain important information about the 

experience of the head injured that would not fall within the 

predetermined categories prevalent in the literature. In holding this 

conviction initially I asked myself: 

How can I add something new? I am only getting verification of 
what I already kno..". "lhat can I say that is new? 

As the study progressed I became accustomed to looking at the discourse 

from new perspectives and this concern decreased. 

One of my goals that came to my attention only through the 

fieldwork process was wanting to disprove that significant recovery 

occurred only in the first feH years after trauma. I .."anted to provide 

some proof of continuing adaptation of the brain, that there was hope 

for my informants. Underlying this was a battle against the 

hopelessness of the situation. I realized that in talking about my 

research I would brag, much like a proud parent, about informants Hho 

were changing years after their injury. 

Related to this was my initial tendency to be attracted to 

miracle informants, those who had made remarkable recoveries. Not only 

did they give me a sense of hope but they were often the most 

interesting to interview. During an interview, about half "laY through 



the study, one informant commented how ridiculous the media was, 

only focussing on the extraordinary cases of head injury. I recognized 

that I had fallen into the same trap and made a conscious attempt to 

look for more typical experiences rather than those on the upper 

margin. 

Reviewing my fieldwork journal I noted that initially I spent 

more time with the families of head injured than the disabled 

themselves. I attributed this to fact that it was easier to obtain 

information from family. It took much more work on my part to deal 

with the injured. They often had difficulty interpreting my questions, 

tending to be tangential and rambling and often used confabulation. 
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Family interviews, I reasoned, also provided a reliability check on the 

information I gained from the disabled. I came to realize that I was 

actively avoiding the head injured individuals. I believe this resulted 

partially from my eagerness to amass as much data as possible and the 

fact that it was easier to do so with family members, but primarily 

because I feared the unknown. Nearer the end of the study, 

interestingly, I began to note this same reluctance, this time I 

believe a function of not wanting to hear any more; I was emotionally 

exhausted by the tragedy of the experience. 

One of the biggest difficulties I faced was to remain the 

neutral researcher, rather than the helping professional. I waged a 

constant battle throughout the study to resist giving advice or help 

to the informants or parents such as the one who said: 

You have talked to a lot of other people - if you ever have 
thoughts on what I am doing wrong or my thirucing is wrong 



please say something to me. I don't bounce any of this off 
anyone else - it would help me - I don't know "There I am. 

Although I responded to this parent that I was the learner and was 

certainly not qualified to give advice, on several occasions I 

blatantly offered advice based on my professional training and recent 
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experiences. For example one mother approached me about sending her son 

to a special progra~ that was $300.00 per day. I could not let her make 

what I considered a grave error and gave my advice. This became an 

issue between myself and my advisors. 

I can not resist helping. I see an image of myself as a helper 
and another as some jerk objective anthropologist. 

Although at some level I recognized the sense in my advisor's cautions 

to remain neutral until the study was complete, I fought it throughout 

the study. I claimed my neutrality was inhuman in light of the extreme 

needs of the informants and spent many hours venting my frustrations on 

this point to colleagues. This need to help reflects ~y professional 

socialization and the ethics of my profession. Sharing the double bind 

experience vTi th the informants, I vTaS a helper made helpless by my 

role as researcher. 

The head injured and their families are in desperate need. 

They not only seek solutions to the problems of head injury, but need 

the support of someone who understands. As the study proceeded they 

began to see me as much more than a researcher. They fashioned me an 

advocate, one who could give solutions or at least reasonable 

opinions, a source of companionship, and a provider of hope. Although 

I approached them as an ethnographic researcher, I became the 

embodiment of an answer. On one hand, being needed was fulfilling; 
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there was no denying the challenge to me of a needy person who is 

little understood. On the other hand my inadequacy was terrifying. As 

an ethnographer I could be none of the things they wanted me to be. I 

was unable to offer any individual solutions. However, after the 

study was complete as a professional I have ample opportunity to 

contribute to the cause of the head injured through publication and 

advocacy activities. 

This helplessness on my part was further emphasized by the 

fact that in agreeing to be interviewed the informants were giving me 

something of great value. I had nothing to offer in return. 

vlhat they need is SOIJe solution - not my description. I should 
be doing treatment they, seeIJ so needy. I'TiII this study have 
any real result? 

The issue of reciprocity bothered me throughout the study and was the 

major force in my decision to attempt to rewrite the ethnography for 

a general audience as an educational tool. One of the ways in which I 

began to give something to the informants was through self-disclosure. 

In assessing the interviews I noted that the more critical and 

sensitive information an informant provided the more likely I was to 

reveal aspects of my personal life. Although I attempted to keep our 

contacts focused on their experiences, informants had a need to know 

about me-- what my husband vlaS like; where we lived, and so on. On some 

level I saw self revelation as a way to balance what they had revealed 

about themselves. 

Another aspect of my personal beliefs about disability was 

evident in the interviews and my discussion about the research. I 



tended to normalize the experiences of the injured, to minimize the 

apparent deviance. 

I am drawn into her world and share her feelings but if I 
look objectively--they are unrealistic. I don't want to meet 
with her mother and hear the negative comments and have my 
bubble burst. 

I found that in describing unusual behaviors I would rationalize 

reasons for these behaviours rather than record it as it was. 
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Another important part of the ethnographic process was closure, 

specifically of the key informants. From the outset I had been 

cautioned with respect to this ~y advisor and began the interviews by 

saying how long my study would go on. As time passed I tried to bring 

up the fact that I would be leaving the state soon and to discuss my 

travel plans. Some forgot or ignored this and were surprised each 

time I discussed it. At some time during the process, several of the 

informants ceased to be mere participants in a study to become 

friends, and I knew that I was not just goine to walk away from them. 

By focusing on the communication process between myself and the 

informant I began to notice that what I thought of as field interviei~s 

were becoming the chats of friends. At this point I continued to see 

the~ out of friendship and occasionally asked a validating question, 

but no longer actively sought information from them. The fact that I 

failed to remain the observer throughout reflects my personal need 

for intense human involvement. 

Assessment of Trustworthiness of Study 

Qualitative researchers contend that because the nature and 

purpose of the positivistic and qualitative traditions are different, 



it is erroneous to apply the same criteria of worthiness. Agar (1986) 

suggests that it is a problem of language, that terms like 

"reliability" and "validity" are related to the positivistic view and 

do not fit the details of ethnography. For example, the notion of 

external validity is relr..ted to the generalizabili ty of data to larger 

populations. It is one of the key criteria for good quantitative 

research. In ethnography, however, a major purposes is to generate 

hypotheses for further investigation. Agar suggests that a different 

language is needed to fit the ethnographic view, a language that would 

replace reliability and validity with such terms as credibility, 

accuracy of representation, and authority of the writer. Similarly, 

Leininger (1985) suggests that the issue is not whether the data is 

reliable or valid but what constitutes reliability and validity. She 

recasts the term validity in a qualitative sense to mean gaininG 

knowledge and understanding of the nature (that is, the meaning, 

attributes, and characteristics) of the phenomenon under study. She 

notes that \vhereas validity in positivistic sense refers to the degree 

to which an instrument measures what it is designed to, measurement is 

not the goal of the etrulographer. Knowing and understanding the 

phenomenon is the objective. 
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If ethnoeraphy is read in light of scientific adequacy, the 

reader may find the study interesting but unconvincing. I'ihat is 

required is a model to ensure rigour without sacrificing the relevance 

of the qualitative study. Guba (1981) proposes such a model for 

assessing the trustworthiness of the qualitative data. He considers 

four aspects of trustworthiness that are relevant in both 



positivis~ic and qualitative studies, but different means of assessing 

these criteria in each type of research. The criteria basic to the 

worth of a study are truth value, applicability, consistency and 

neutrality. Each of these will be defined below and this study will be 

assessed in terms of them. 

Truth Value and Credibility 
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Truth value refers to the truth of the findings. In 

positivistic studies it is often assessed by how well threats to the 

internal validity have been managed and the validity of the instruments 

as a measure of the phenomenon under study. Studies are considered 

valid if designs reduce the competing factors by control or 

randomization. In qualitative research truth value is usually obtained 

from the discovery of human experiences as they were lived and 

perceived by informants. Guba has termed this "credibility." 

SandelOi'lski (1986) suggests that a qualitative study is credible when 

it presents such accurate descriptions or interpretation of human 

experience that people ,.,ho also share that experience would 

immediately recognize the ethnographic descriptions. Credibility is 

also provided when other researchers or readers recognize the 

experience. Truth is subject-defined rather than researcher-defined. 

Truth value is perhaps the most important criteria of qualitative 

research and requires a number of methodological checks to ensure 

strong credibility. 

The first means of enhancing credibility relates to the 

informants. Spending an extended period with informants allowed me to 



check perspectives and to allow the informants to adjust to me as a 

researcher. Prolonged observation also enabled me to understand what 

was essential in the lifeways of the head injured and to eliminate the 

irrelevant. Leininger (1985) notes the importance of identifying and 

documenting recurrent features such as patterns, themes, and values. 

The emphasis here is on recurrence, suggesting the need to spend 

sufficient time in the subculture to identify recurrent patterns. 

Credibility involved adequate submersion in the subculture to enable 

recurrent patterns to be identified and verified. 

Paradoxically, a major threat to the truth value of a study 

lies in the closeness between the investigator and informants that 

can develop during the prolonged contact required to establish 

credibility. One can become so enmeshed with informants that one may 

have difficulty separating one's own experience from that of their 

informants. To balance this, the investigator must describe and 

interpret their own behaviour and experiences within the research 

context. 

Triangulation is another means of enhancing credibility. It 

involves the use of a variety of data sources and theoretical 

perspectives that are assessed against one another in order to cross 

check data and interpretation. That is, information from one source 

requires verification with at least one other source. In this study, 

three sources of data were used: interview, participant-observation, 

and documentary review. Cross validation of data and interpretations 

appeared congruent across the three sources of data. This strategy of 

providing a number of different slices of data also minimizes 
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distortion from a single data source or from a biased researcher, as 

may be the case in data based on a single application of one measure. 

Although only one investigator was used, (excluding cross validation of 

different investigators), a number of theoretical approaches from 

anthropology, rehabilitation, sociology and psychology were used in 

the conceptual interpretation. 

Central to the credibility of qualitative research is the 

ability of informants to recognize their experiences in the 

ethnography. Hember checking is a technique which consists of 

continuously testing data and interpretation against informants. This 

strategy of revealing ideas and conclusions to the informants ensures 

that the ethnographer accurately translated from the informants 

vie'·Tpoint. The informants are the most reliable judges of the 

observations and meanings attributed to their lifeways. Assessing to 

see if data "makes sense" decreases the chances of misrepresentation. 

In this study I interHove the informant contact hours so that 

information from one was checked ,vi th another informant before a 

subsequent intervieH with the first. I attempted to leave tHO to 

three weeks between intervievTS and schedule at least three other 

intervieHs of the same individual or family. In addition, validity 

interviews were conducted with the six key informants. Near the 

completion of the study, ways of organizing data were discussed with a 

number of informants and conceptual interpretations were given to a 

select feH informants for their reaction. 

Member checks are more difficult when making higher conceptual 

analysis, as in the case of the double bind in this study. Often 
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informants are not conscious of the information discovered by the 

ethnographer and may become troubled if it is brought to their 

awareness. Nor is it the ethnographer's place to provide insight. In 

this case I conducted a review of the theoretical material and then 

assessed the data to ensure that all of the elements were present. i'li th 

this added information the ethnographer can test the concept vii th new 

informants or in a new situations. This again illustrates the cyclical 

nature of the ethnographic process. 

Another aspect of credibility is the reaction of fellow 

ethnographers. Although ethnographies are seldom completely replicated, 

researchers with experience in similar areas can often comment on 

whether a research project is accurate in terms of their experience. 

The ethnographic veto is evident in the recent Mead and Freeman 

conflict about the Samoan culture (Freeman, 1983). Although it is a 

rather indirect method of assessing \{orth of a project, the quality 

control offered by the larger research community is valid. There are no 

better judges than those who are intimate with the method and the 

subject. In this study I sought ongoing assistance from professors and 

colleagues involved in ethnography. This involved meeting with people 

familiar with ethnography and others familiar with head injury. 

The essence of the credibility issue is the unique authority of 

the researcher, the III was there ll element. The basis of ethnography is 

to become immersed in the lifeways of a subculture, and this, if 

carried out correctly, makes it difficult to contest the veracity of 

the research. To strengthen the idea of authority, the idea of the 

researcher as measurement tool has be proposed (~1iles & Huberman, 
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1984). Miles and Huberman identify four characteristics that are 

necessary to assess the worth of the human instrument. The first is the 

degree of familiarity with the phenomenon and the setting under study. 

My experience in rehabilitation and the preliminary review of the 

literature provided me with the background of the culture. I consider 

my lack of clinical expertise an asset in that it reduced bias. The 

second characteristic is a strong conceptual interest or ability to 

conceptualize large amounts of qualitative data. My previous teaching 

and research demonstrate this ability. The third characteristic of the 

researcher as an instrument is a multidisciplinary approach. In this 

study three areas have been combined: rehabilitation, cultural 

anthropology and clinical anthropology, in addition to my background in 

neurology and neuropsychology. The fourth criteria is the 

characteristic of good investigative skills. Ny skills are based on my 

course work in clinical anthropology and research courses as well as 

input from my dissertation committee and from colleagues. In addition, 

critical reviews of taped interviews and field notes aided in 

sharpening my skills. 

Credibili ty can also be noted wi thin the intervievTing process. 

Reframing questions, repeating questions or expanding them on different 

occasions are ways of increasing credibility. In addition, direct 

questions about the informants experience, (questions such as lido you 

know others vTho have this experience II ) and structured hypothetical 

situations were methods I used to verify observations and meanings. 

Credibility of any argument is enhanced by establishing 

structural coherence, that is, ensuring that there are not 



inconsistencies within the investigation. Although data items may 

conflict (as did the opinion on whether head injured peers were 

sought), credibility is increased if interpretation can explain the 

apparent contradictions. Here accounting for rival explanations or 

deviant cases is important. In addition, qualitative researchers need 

to integrate the masses of loosely connected data that go into a 

logical holistic picture. To do this I attempted to manage patterns in 

their entirety rather than as isolated variables. 
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Two methods of enhancing credibility vlere undertaken after the 

data collection was cocplete. The first was to establish referential 

adequacy by testing interpretations against current literature in the 

field. Al though an initial literature revie,. was conducted, I went back 

to the literature to assess my conclusion against those of experts in 

the field. In doing so I discovered that three articles about long

term follow up (Brooks, Campsie, Symington, Beattie, & McKinley, 1986; 

Lezak, 1987; Oddy, Couglan, Tyerman, & Jenkins 1985) had appeared 

since my original literature search. These new data addressed a number 

of issues that my study uncovered, notably the social isolation thene. 

A second procedure was to test the overall interpretation ,lith tvlO key 

informants ",ho were best able to assess it. One family member and one 

informant read the relevant results and interpretation sections and 

gave feedback, particularly about the feasibility of management 

implications. 

Confirmation of the data was partially achieved through family 

member interviews, but this data often revealed discrepancies between 

the family and the head injured individual. In practice it is common 
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to assume the family's perception is more correct than that of their 

head injured family members. Because of the stresses and dynamics in a 

disabled family this may not always be true. Here interactive 

interviews were important in clarifying; I did not in any way attempt 

to judge who was telling the truth, however. Because the study focussed 

on e):perience, no absolute truth was sought. I sought what informants 

perceived to be true. 

Applicability and Transferability 

Applicability refers to the degree to which the findings can be 

applied to other contexts and other settings; it is the 

generalizability of the findings. In quantitative perspective, 

applicability refers to how ~Tell the threats to external validity have 

been managed. This is paradoxical in that the more tightly controlled a 

study is, the less the investigator may assert that it is a real life 

context and thus generalize its results. In this sense rigour reduces 

generalizability. One of the strengths of the qualitative method is 

that it is conducted in naturalistic settings with few controlling 

variables. Guba (1981) refers to fittingness or transferability as the 

criterion against which applicability of qualitative data be assessed. 

Research meets this criterion when the findings fit into contexts 

outside the study situation. 

One of the drawbacks of ethnography is situational uniqueness; 

the particular group studied may not relate to others and hence 

conclusions may not be transferable. A key factor in the credibility of 

the data is the representativeness of the informants for that 



particular subculture. In this study the characteristics of the 

informants were compared to the demographic information available on 

that disability group. As field work continued, informants were 

selected to fill in gaps in the profile as well as for their ability 

to relate the experience of head injury. However, I did not attempt to 

obtain a homogeneous sample in terms of experience of head injury. As 

one of the members of the AIIIF suggested, I IIsought families that 

would give me as many facets of the situations as possible." In 

addition, I attempted to obtain a cross sectional representation in 

terms of socio-economic, age, time since trauma and so on. In order 

to facilitate transferability, I gathered as much background 

information about the informants and the context as possible to allow 

others to assess the information. 
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Related to situational uniqueness is the problem of elite 

bias. Often key informants are the most articulate and accessible 

among a group and have heightened social status. They thus represent 

the upper margins of the phenomenon. Hy task was to establish the 

position of the all informants in relation to the group in which they 

were members. I tried to ensure that their stories represented the 

perspective of the group, rather than an unique point of view. One of 

the drawbacks was that I was unable to obtain representation of those 

who were not involved in the service system at some point, either in 

the support group or a treatment day program. Knm·ling the numbers of 

head injured in the community, I recognized that many would not fall 

within my selection format. To include those outside out of lithe 

system ll would require specialized sample selection to obtain. 
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Another way to look at transferability is to consider the data 

rather than the subjects. Specifically the researcher must deter~ine if 

the content of the interviews, the behaviors, and observed events are 

typical or atypical of the lives of the informants. This may be done 

through a content analysis of the data and through validation 

interviews. 

Consistency and Dependability 

The third criterion of trustworthiness considers the 

consistency of the data--whether the findings would be consistent if 

the inquiry were replicated with the same subjects or in a similar 

context. Reliability is the concern with the consistency and 

equivalence in the study. It is the extent to which repeated 

administration of a measure will provide the same data or the extent to 

which a measure administered once, but by different people, produces 

equivalent results. Inherent in the goal of reliability is the value 

of repeatability, that replication of the testing procedures does not 

alter the findings. The controlled design of quantitative studies 

implies more reliability than ethnography. The restricted observations 

and tight design are intended to pass the replication test. Unlike the 

relatively controlled experimental environment, field setting is 

complicated by extraneous and unexpected variables. As Duffy (1985) 

notes, the structure of the experimental design is the antithesis of 

the unstructured and often spontaneous strategies of ethnography. The 

key to ethnography is to learn from the informants rather than control 

for them. Qualitative research emphasizes the uniqueness of the human 



situation. Variation in experience rather than identical repetition is 

sought. Thus reliability in the quantitative sense often violates 

validity in the qualitative sense. 
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Guba (1981) proposes the auditability or dependability 

criterion of merit to relate to the consistency of findings. A study is 

auditable when another researcher can clearly follow the decision trail 

used by the investigator in the study. In addition, auditability 

suggests another researcher could arrive at comparable conclusions 

given the same data and research context. This means that another 

researcher can follO\" the progression of events in the study and 

understand the logic. The audit trail takes the from of transcripts 

and field notes and a running account of the process form the field 

journal. An external audit focuses on the process, whether the 

procedures fall within generally accepted practices of ethnography. To 

ensure a auditable trail was left I followed the outline described by 

Sandelowski in presenting my methods and findings. As a method of 

external audit, I made some of the data available to a class seminar 

composed of anthropologists and health professionals. In addition, I 

relied on my dissertation director, who was familiar with the method, 

to audit my findings at key points in the process. I also sought 

the advice of another professor in the health care field, not 

officially involved in my supervision, to assess my work at various 

points. 
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Neutrality and Confirmability 

The fourth criterion of trustworthiness of findings is 

neutrality, or the degree to which the findings are a function solely 

of the informants and conditions of the research and not other biases, 

motivations, and perspectives. In quantitative research objectivity is 

the criterion of neutrality and is achieved when reliability and 

validity are established. Guba (1981) suggests that confirmability be 

the criterion of neutrality and that it is achieved when truth value, 

applicability, and auditability are established. Objectivity usually 

refers to the proper distance between scientist and subjects that 

minimizes bias and is achieved through instrumentation, randomization 

and so on. In qualitative work, one of the ways of increasing the 

meaningfulness of findings is by reducing the distance between 

investigator and subject. Thus confirmability refers to the findings 

themselves not to the subjective or objective distance between the 

researcher and informants. Sandelowski (1986) notes that qualitative 

researchers focus on subjectivity in tvlO ways: the subjective 

involvement of investigator and informant and in the emphasis on their 

subjective reality of the illness experience. 

Confirmability of the findinGs decreases the particular biases 

of the investigator. Triangulation of multiple data sources and 

theoretical perspectives tests the strength of the researcher's ideas. 

Another way of doing this is to have other researchers associated or 

to have quantitative methods in tandem. In the case of dissertation 

research this is rarely possible because of funding. Practicing 

reflexivity as seen in the preceding section is another means of 
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reducing bias. Keeping a continuing journal and talking with colleagues 

about feelings during process is helpful. Comparing my perspective at 

the beginning and the end of the study suggested changes in my 

orientation to better reflect the world of head injury. 

A major threat to confirmability is the holistic fallacy; the 

tendency of the researcher to make data look more patterned, regular, 

or congruent than they are (Sandelowski, 1986). That is interpretations 

and conclusions do not contain all the data well, however, they are 

presented as representing all of the data. In this study one of the 

major inconsistencies was the head injured peer issue: logical 

arguments for the inconsistency are put forward. 

Another strategy used was a confirmability audit. This 

procedure certifies that data exists for every interpretation and that 

interpretations are made consistent with the existing data. It ensures 

that every interpretation is backed up by ethnographic data. 

Limitations 

The major limitations of this study revolve around the sample 

and the influence of the researcher. A pervasive problem in study of 

head trauma is obtaining a relatively homogeneous sample. The diversity 

of outcomes after head trauma and the relative unpredictability of 

recovery make it difficult to group people together. Because function 

in the community is my focus, the mild-moderate classification system 

developed in my criteria was adequate for this study; a closer 

matching of informants, however, may have given more specific 

management implications. 
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In most ethnographic data the sample size is small. These 

informants do not necessarily provide a representative cross section of 

the head injured in the community nationwide. This limits the ability 

to generalize to other head injured communities. It is a trade-off 

between generalizability and validity of findings. Although I 

interviewed only 21 person, because of the strengths in the method I 

am fairly confident of the validity of the information I obtained. 

The sample in this case was basically self selected; I talked 

to those that were interested in talking to me. The fact that I began 

with those affiliated with the AHIF biases the sample to some degree to 

those whose families were concerned or needed support. Although there 

is a variety of socio-economic groups represented in the study, the 

literature on support groups suggests that the better educated are more 

likely to participate. Thus the sample may be biased because of the 

AHIF affiliation. An important absence was non-Caucasians in a city in 

which over 407, of its population is Hispanic. This suggests the need 

for cross-cultural work. 

Because informants are head injured, their ability to express 

life experiences as others do was impaired in some cases. One of my 

concerns was \oThether what they verbalized \OTaS conceptually founded in 

their head. That is, because of their disabilities they may be unable 

to articulate their experience. This was particularly troublesome with 

informants who tended to confabulate or to offer common knowledge in 

place of their unique experience. One man I had originally thought of 

as a key informant had to be dropped from the study after two 

interviews because neither he nor I could determine when he was 
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relating facts and when he was filling the gaps with fiction. 

However, there was no attempt to completely exclude those who's 

judgement was impaired or whose perceptions appeared unusual. The 

study was intended to relate how they see the world and not to assess 

the validity of these perceptions. 

Overidentification with the informants is another product of 

involvement in the ethnographic process. After several months of 

immersion in the community, I occasionally lost my ability to make 

unbiased observation. I see this loss of objectivity as a move from 

empathy to sympathy. This "TaS particularly difficult in this study 

because of the sense of the needs of the informants and the apparent 

injustices in their lives. 

One source of bias that is inherently present in ethnography is 

selective perceptions and interpretations. It is particularly difficult 

for a clinician with some knowledge and experience in the field to 

remain totally objective and to ignore all preconceived ideas about 

the phenomenon being studied. In this study, although I had almost no 

previous clinical contact, I had read extensively in the field and 

needed to be aware of the effect of this knowledge on my fieldwork and 

data analysis. This tension between my professional training in health 

care and ethnographic approach was addressed in a previous section. 



CHAPTER 4 

ETHNOGRAPHIC DATA 

This chapter consists of the substantive ethnographic 

material. It is divided into three sections. The first presents the 

conventional demographic description of the sample, three 

representative case studies, and a discussion of metaphor. The second 

section outlines general characteristics of the experience common to 

both the disabled and their families. The third section contains the 

bulk of the ethnographic data, which describes the experience of the 

individual and the family. The world of the head injured individual is 

described within an organizing matrix of emergent themes: dead dayp 

loneliness and forgetting. The topics of responsibility, vulnerability, 

tough love, and reactions to the experience delineate the impact of 

the head injury on the families. The latter discussion about the family 

reaction to the experience includes ideas about professionals, group 

support, and family directed therapy. 

Data 

Sample Characteristics 

The study used two types of samples. An initial group of 21 

head injured individuals and families was selected to be 

interviewed. These interviews ranged from 1.5 to 2.5 hours in duration. 
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From this pool, two sub-samples were drawn. The first consisted of 

informants who were interviewed one to four additional times, for a 

total of three to ten contact hours. The second sub-sample of six key 

informants was chosen for more intensive study over a six month 

period. This involved six to 12 further interviews with the disabled 

person and members of their family. Total contact time ranged from 15 

to 40 hours. 

Head Injured Informants. One of the difficulties in studying 

the long term experience of head trauma is the immense variation in the 

functional outcome in this disability group. Using the 

quantitative research strategy, a homogeneous sample would be 

used, based on such biological criteria as lesion site or length and 

depth of coma. In cases of head trauma, such rigorous sample selection 

is not feasible as there is often little correlation between the 

lesion and residual problems (Caronna, 1983). Although there are 

characteristic types of disability associated with damage to 

certain cortical areas (such as language difficulties in temporal lobe 

disturbance and social disinhibition with frontal lobe lesions), 

these serve only as guidelines to long term outcome. Functional 

adaptation is greatly influenced by the person's premorbid 

personality, education, lifestyle and by the resources available 

after the injury. Thus even individuals with similar biological 

diagnosis, such as those based on PET scans, will have remarkably 

different types of residual deficits. 

In this study the sample represented 

functional outcomes of the mild to moderate head 

a range of 

injured; the 
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necessity of intact communication skills excluded those with severe 

cortical damage. The sample included both open and closed head 

injuries of varying degrees of severity. 1 All informants exhibited 

limitations, as a consequence of head injury in at least two of the 

following areas: cognitive,. social, emotional or behavioral. Six 

informants had major physical disabilities, five were wheelchair bound 

(primarily because of balance deficits), and one suffered cortical 

blindness as a result of the trauma. Although this physical disability 

was a complicating factor, the informant and family considered the head 

injury the primary problem. Five informants suffered gait problems 

necessitating braces or canes, but they were able to ambulate 

independently. One informant suffered a major facial disfigurement. In 

total, 12 informants had a visible disability. The remaining nine had 

no outward signs of disability. Ten of the informants exhibited some 

type of communication deficit. These included problems modulating voice 

level and finding words; one informant used sign language. 

An attempt was made to select informants reflecting the 

epidemiological distribution of the disability group. In the case of 

head trauma, the majority are young, between the ages of 15-35 and 

predominantly male. The pool of informants for this study contained 14 

1 The sample contained two individuals who had been diagnosed as 
mild or minimal head injury. They had not lost consciousness at the time 
of injury; however, they both underwent months of investigation before 
they received the diagnosis of head injury. In the search to obtain the 
official label such individuals are often confused with the mentally 
ill. Because of this unique characteristic they were only interviewed 
once in this study. Different in some aspects from the moderately head 
injured, they are deserving of an ethnography in their own right. 
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males and seven females although there was an equal number of males and 

females among the key informants. In ethnography it is important to 

consider the ability of the informants to relate the experience, and I 

chose the key informants for this quality rather than by demographic 

characteristics. 

Informants ranged between 17 and 41 years of age at the time of 

the study. The average age at time of accident was 24 years. Because 

comparatively few older adults suffer head trauma (although many 

have similar functional problems following cerebral vascular 

accidents), none were included in the sample. 

All informants were living in the community for a minimum of 18 

months post-trauma at the time of the study. This time limit ensured 

that the transition from hospital to community living had been made. 

The time since trauma ranged from 1.5 years to 22 years; the mean was 

7.2 years. The majority of informants were in sheltered living 

situations; 12 informants lived with family and were dependent on their 

support; two lived in supervised group homes. Of the seven informants 

living independently, four required periodic support from family to 

retain their place in the community. 

The majority of the informants were single, reflecting the 

relative early age at which the accident occurred. Fifteen informants 

had never been married; two had been divorced since the accident and 

one prior to it. Three informants were married to the same individuals 

they had been prior to the accident. Only one informant was married 

subsequent to the accident, he was divorced at the time of the 

interview. 



Table 1 - Comparison of Occupation of Head Injured Informants 
Pre and Post Injury 

Activity 

PRE INJURY 

Proffesional 
Student 
Technician 
Unskilled Labourer 

POST INJURY 

Volunteer 
Day treatment program 
Student 
Sheltered Workshop 
Sheltered employment 
Competitive employment 
No significant activity 

Number 

4 
10 

4 
J 

6 
5 
2 
1 
1 
1 
5 
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Finding purposeful activity to fill the day is a major problem 

for the head injured. Six informants were involved in volunteer work for 

at least two four-hour periods a week. Five were attending therapeutic 

day programs, but these were temporary and none of the informants had 

made plans for the time when they would leave the programs. Two 

informants were students, one attending a special education program four 

hours a day and one taking a single college course. One informant was in 

a sheltered workshop. Only one informant was competitively employed at 

a job commensurate with his skills prior to the accident. One was in 

supported employment, which was obtained and maintained through parental 

contacts and pressure. Five informants had no major occupation on a 

daily basis at the time of the study. 

Subsistence strategies are ways to obtain shelter, food, and 

money. One head injured informant was employed and the remainder were 

supported by income from insurance settlements or by social security 

payments, in the form of Social Security Income, Social Security 

Disability Income, or Social Security. Most people found government 

maintained income was not adequate and sought supplemental strategies. 

The most common supplemental strategy was obtaining money from family 

members on an occasional or regular basis. This ranged from a monthly 

allowance to monies for an annual vacation. Other strategies included 

selling books and other non-essential items (in one case the 

children's bicycles were sold for grocery money), living in parents home 

with subsidized rent or having them payoff the mortgage, cashing in 

retirement or other savings, and selling blood plasma. 



YEARS 

1.5 - 3 
3 - 5 
6 - 10 

10 - 15 
15 - 20 

+20 

Table 2 - Length of Time Post Injury 

NUMBER OF INFOID1ANTS 

5 
4 
6 
4 
1 
1 
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Family Member Informants. Family member informants included 

members of the nuclear or extended family. Some had maintained close 

contact with the disabled for much of their live, while other 

families became involved only after the accident. An important criterion 

for inclusion of family members was extensive involvement w~th the head 

injured individual throughout the complete rehabilitation process, from 

the time of accident to return to the community. In three cases no 

family members were available or willing to be involved in the study. 

All those interviewed were parents of the injured, with the exception of 

two wives of head injured men. Most parents were in their middle years, 

nearing retirement or recently retired. One key informant was a helper 

who lived with the family for two years and was integrated into it. 

Although he did not have a kinship tie, he functioned as a primary 

support. Only two siblings were interviewed, mainly because most did 

not live in the same community. In addition, most families suggested 

that siblings were not involved with the head injured on a daily basis 

and therefore would be unable to make a useful contribution. 

Representative Case Histories 

One strategy for presenting ethnographic data, in common use in 

the medical literature is the use of case histories. It is one way of 

"putting the people" into the findings. The sample characteristics 

provide a demographic description--age, sex, place of residence, and so 

on--but not an integrated picture. The representative-case method is 

useful when studying individuals as complex constructs. As Heinemann and 

Shontz (1984) argue, a greater understanding results from data on a 
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number of variables from a few well chosen informants than from the same 

amount of data on a few variables from a mass of people. 

The following case studies are representative in that the 

individuals represent the phenomena of interest. The identities of the 

informants have been concealed by altering historical and. demographic 

aspects, while maintaining those characteristics central to the 

understanding of the head injury experience. 2 

Terresa. From a distance you can tell there is something not 

quite right about with her. She lurches when she walks, a bit like a 

drunk, and her manner of dress is odd. Each item of clothing is 

appropriate, but the way they are put together does not seem quite 

right. When she talks, her voice is throaty, like she has a terrible 

cold, and she frequently stumbles over words. Looking at her you can not 

help noticing the gash-like scar on her throat. Her head is often held 

at an angle, as if she were looking at you over a pair of half 

glasses. Looking quizzically, she is trying to bring you into focus 

around her double vision. She loses the thread of the conversation half 

way through the sentence and wanders off the topic. She is what is 

called a "concrete thinker"; she hears only the obvious and is totally 

unable to pick up on subtle and non-verbal cues. Terresa sounds a bit 

like a child in a young vloman' s body, her's is not baby talk, but not 

grown up talk either. 

2 The names of informants have been changed in order to 
protect privacy and confidentiality. Some people who have intimate 
knowledge of the AHIF may recognize the people described herein. Their 
discretion and integrity are presumed and solicited. 
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Terresa is very friendly, too friendly for her parents' peace 

of mind. If she were much friendlier they would have to lock her in a 

closet. She will make friends with anyone she meets at a bus stop and 

bring them home to dinner. She trusts strangers, often unsavory ones, 

but not her own family members. She is instantly taken in by slick TV 

advertisements and will spend money she does not have buying the latest 

in exercise equipment, which she is physically incapable of using. 

Another of Terresa's traits is her flash temper. In the first 

year after her accident she was physically violent; now this only occurs 

occasionally. But, she is still unpredictably verbally abusive. She 

tries to control this and will abruptly go to her room to cool down. 

Her family use humour to cope, often if they can distract her witT! a 

joke or something silly she will forget her anger. That is the good 

thing about her loss of recent memory; the bad thing is she can not 

remember by Tuesday what she did the previous weekend, nor remember a 

list of four grocery items, nor what time her favorite television 

program is on - or for that matter, what it is. 

Terresa is currently attending a day treatment program for head 

injured people, which she describes as Ita class for two year olds. 1t 

There are special groups for memory improvement, for learning social 

skills and practical life skills such as using the bus and phone book. 

The trouble is that half of what they learn she already knows. She does 

not see any of the other people after classes because she views them as 

much worse than she is. In fact she does very little after class. She 

watches TV or goes shopping with her mother. In the evening, she plays 

games with her father or goes to the mall. She spends all her time with 
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the family; the old gang from school are gone. Only one school friend 

has remained faithful; Terresa phones her often, but not too often, lest 

she wear her out. Her friend makes time for her--usually only half an 

hour--but she is better than the rest. 

Besides having nothing to do "but hang around the house", 

Terresa describes a number of other problems. She is no longer able to 

run, she is putting on weight, and her hand writing is terrible. 

Sometimes she gets angry or sad because she is dumb; she forgets things 

and does not realize what is going on around her. 

Terresa's parents are energetic and optimistic about her 

progress, despite the fact the professionals tell them that she will 

not change much in the future. They try hard to make her seem normal; 

if she starts talking nonsense they will redirect the conversation to 

make it sensible. They are continually prompting her memory during 

conversation and trying to make everything a learning experience. 

Terresa's parents take her everywhere with them and believe that the 

more she is out in the world the better off she will be. They have 

little respect for the health professionals and spend hours looking for 

resources on their own. They take notes at all the therapy meetings and 

keep track of any exercise programs or drugs she is on. They consider 

they have on the job training in rehabilitation and are very vocal about 

the inadequacies of the system. Although they keep up a membership in 

the family support group, they stopped going after a few months 

because they always left the meetings feeling worse than before they 

went. 
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Terresa is one of those that fall into the "nicer after the 

accident category"; everyone including Terresa herself says so. Before 

the accident she was a hellion of sorts, in trouble with the law, the 

high school, her family. Now she is more thoughtful and caring. She is 

also 21 years old, and for now, completely dependent on her parents. 

Ted. Ted has always been involved in helping people; as a 

teacher he paid special attention to students with learning difficulties 

or family problems. When his parents split apart he was the glue that 

held the family together for his three younger brothers. Ted1s 

profession has in some ways helped him to understand the way he is now-

in a wheelchair with some "real bad thinking and personality problems 

that I will have to overcome." 

Ted is currently living with his mother, but that may not last. 

She did not expect to be handed a dependent child again at 55 years of 

age and is beginning to resent it. The financial situation forced her 

to back to work as a salesperson just when she thought she had retired. 

She says she loves Ted, but that having him at home is killing her and 

she is starting to take it out on him. She leaves him alone a lot on 

the weekend and has no patience with his problems. She worries about 

what will happen when she is gone. She has just recently mastered 

the social security system and he is now getting a monthly cheque which 

helps. But she finds it difficult to keep track of all that paperwork 

and to argue with the bureaucrats at The welfare office. Ted1s siblings 

do not really understand or give any support. They rarely visit, saying 

they are busy with their own families. Their mother thinks that they 

begrudge the amount of time she has given Ted. 
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For the first three years after his accident Ted merely 

survived. There were times he would sit in the apartment for days and 

not see anyone but his mother. Recently he has begun volunteer work at 

the local school, two half days a week. He wants to see how far he 

still has to go before he can return to work. The kids really seem to 

like him, but he can only work with them one at a time. And the noise 

level often distracts him and makes him forget what he was doing. He 

would like to do more than four hours at a time, but even that taxes 

him; he gets frustrated and irritable near the end of the morning. 

Apart from his volunteer work, Ted will occasionally go out to a 

doctors appointment or once in a while with his mother for dinner. 

Anything is an adventure to Ted even going to the local drive-up 

hamburger restaurant. This is a marked change from his previous life, 

where he was involved in tennis and soccer, the professional teachers' 

association, and fending off women. 

Because of the balance problems and multiple leg fractures 

resulting from his biking accident, Ted is in a wheelchair. Especially 

frustrating to a former athlete, the wheelchair makes him dependent on 

local disabled transportation to get out. And, as he says, having to 

wait an hour for it to arrive, then wasting an hour while three other 

people are dropped off takes the fun outings. Although Ted claims that 

the wheelchair does not bother him, he is very concerned with his 

physical appearance in general. He talks about how great his muscles 

used to be and still works on building up his biceps. He is also trying 

to get the Department of Economic Security to pay for some dental work 

on the teeth that got chipped in the accident. He believes that if they 
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were fixed and if he got a more expensive hair cut, he could have girls 

running after him again. 

In some ways Ted is well aware of his deficits. He tries to use 

the memory techniques that were taught him in therapy. He makes 

detailed daily lists, which he uses openly to remind him what he should 

be doing every hour. He also has to remember to think before he speaks 

because he can never really trust what is going to come out of his 

mouth. He is very conscientious about editing himself, but he misses 

the spontaneity that is lost when he has to constantly monitor 

everything he says. When he gets excited or emotional he can not control 

the modulation of his voice he rolls his eyes and grins tremendously. 

Despite his best efforts to deal with all his problems, he misses some. 

According to his mother, Ted is self centered and impulsive, which has 

led him to make many bad decisions. 

Like the other informants, Ted is terribly lonely. Every 

encounter with a woman is important--maybe she is the one--even if it is 

only the girl at the check-out at the grocery. And this makes him 

vulnerable. He is so anxious about finding a girlfriend that he has 

become involved with women who have taken advantage of him and his 

mother. He has one male friend who is less than reliable; Ted describes 

him as having problems of his own, but he will show up every month or 

so. In desperation Ted's mother has tried to get him interested in 

going to the social events and the peer support group at the local head 

injury foundation. At first he was enthused about it; he wanted to help 

lIall of those poor people ll but Ted's enthusiasm lasted only a few 
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months. Now he stays away because he does not want to be reminded of his 

disabilities. 

Stephen. With hiking boots, mirrored sun glasses, and a pick

up truck, Stephen looks like a typical 27 year old--the type one would 

trust one's daughter with. Yet ten years ago his parents were told he 

would be nothing more than a vegetable. A year in hospital, then two 

more as an outpatient in rehabilitation have done wonders. Stephen now 

lives in an apartment and attends university. The medical people tell 

him he is quite a success story. 

In reality Stephen is only taking one university course, in 

French. He tapes the lectures and spends most of the time outside class 

working on his homework. He does fine when not under pressure, but 

exams or assignments confuse him and he is barely scraping by. He 

describes this as "just brushing up" for his real goal, to study 

linguistics. Stephen also has plans to go to Hontana; sort of. he likes 

the outdoors and he says there is a lot for him to see there. This 

worries his family because he has no specific idea of where he might go 

or how he will support himself. These things do not seem to bother him. 

Unlike many head injured people, Stephen has been employed since 

his accident. He has held 17 different jobs in the shipping and 

receiving business, mostly obtained through family connections. He loses 

the jobs because he takes a long time to learn something new and 

fatigues easily. He also has a number of minor deficits that are rarely 

apparent but make work almost impossible. For example, he cannot read 

maps, which cost him a job with a delivery company. And he is rigid: 

once something is arranged he gets very upset if things are not done 
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exactly as they were planned. This has caused him to get in more than a 

few fights with his employers. 

Stephen is his uncertain, almost to the point of paranoia. vllien 

people give him advice, he does not trust to be correct. For example, 

when he phoned in his registration at college, he could not believe that 

it had been done right so he drove across town in rush hour traffic to 

check. And his judgement is sometimes faulty. Once he had a job 

interview and decided to "dress for success" so he spent 500 dollars on 

a new outfit, money which he did not have. He is used to the good life 

and buys the best of everything--a problem when one has no steady 

income. Furthermore, he has no ability to monitor his money and cannot 

balance a cheque book. 

Like Terresa's, Stephen's family is very involved. He enjoys 

visi ting vIi th the extended family; occasionally they fix him up with a 

temporary job. His parents give him money, a truck to drive, food for 

the freezer, and emotional support. But his parents have had a hard time 

of it. They have been close to bankruptcy with his medical bills and 

supporting him when he is unemployed. For eight years his mother has 

devoted almost all of her time to dealing with Stephen and his problems. 

In some ways she feels she has robbed her husband of attention. She 

has made contact with the family support group but does not have the 

energy to go to the meetings, and she would have to attend in secret 

as Stephen would be furious if he found out. But his parent's will do 

anything for Stephen, if he will let them. They think they are 

protecting him from the traps of the outside world. He sees himself in 

a corner, smothered by his family who make all the decisions for him. 
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Despite the best intentions of his family, Stephen says that he 

is really alone. All of his old friends still use drugs and alcohol, and 

he doesn't. Women don't seem interested anymore. He seems to enjoy 

being around people, but he can not tolerate a lot of noise, such as 

that in a restaurant or bar. He sometimes goes for 30 minutes or so, then 

leaves. Weekends are the hardest. He has interest in doing things but 

not the motivation to carry them out. He usually spends all day watching 

TV or driving around in his truck. 

Stephen is a master at concealment. He admits to working very hard 

at his appearance; like Ted he wants to appear correct. But this 

sometimes creates even more problems for him. He can only appear normal 

for so long, then the fatigue overwhelms him and then his problems 

beco~e really apparent. That is when people thinks he is crazy, he looks 

normal but is doing strange things, like not being able to follow the 

conversation or forgetting the way home. He pays the price for a few 

hours of normalcy with days of "feeling like a vegetable." He has been 

so successful at hiding his disabilities that some professionals think 

he is just lazy and is taking advantage of his parents. 

Of course Stephen rarely tells people about his disability. He 

is normal now, he says, so why should he talk about an accident that 

happened a decade ago. Besides the problems he has left are so small-

anyone can have them. 

Metaphors 

Metaphors are often used when ordinary language does not 

adequately express the meaning or intent of a message, or when the 
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meaning is emotion laden and a speaker wishes to distance it enough to 

comment on it. As Amarasingham (1984) notes, metaphors provide a way of 

talking about a physical and emotional experience which is hard to 

convey to others because it is not part of shared or common knowledge. 

The complexities and paradoxes of head injury are not only difficult to 

grasp but still uncommon in the larger society; metaphors are thus a 

common vehicle of expression for the head injured. In addition, the 

injury itself creates cognitive deficits which make ordinary 

communication difficult. Because of the complexity of the experience, 

their beginning attempts at description are frequently in the form of 

metaphors, particularly related to an "out of reality" theme. This 

section will describe some of the metaphors that informants used to try 

to make sense of their experience for others. 

Informants use of metaphors produced what Young (1981) has 

called interactional or negotiated knowledge. 1f.hen I asked people to 

describe "what it was like", the act of explaining to me in the form of 

metaphors made it real to them. In some cases it .. las the first time they 

had formulated the experience itself. In talking to me, the informants 

produced and objectified knowledge, and grounded it in concrete images. 

In this sense metaphors created the experience, or parts of it, for the 

informant, while at the same time deepening my knowledge of it. 

The metaphors discussed here are attempts at conveying the 

essence of the experience, a statement of the whole experience. 

(Metaphors were used in a number of other messages, for example in 

describing what it was like to deal with professional or family, but I 



111 

am presenting only one type here). Informants were not fixated upon one 

metaphor, they used several different ones during the study. This 

reflected variations in the experience as well as change over time. 

For example, Stephen often used a negative metaphor such as "like a 

zombie" to describe her experience but later described it to me in a 

more positive spiritual light, "like a deepened experience." 

Figure 3 indicates some of the most common metaphors used by 

informants to describe their experience. I have organized these 

expressions according to the general themes to which they appear to 

refer. 

The first group describes the impression of unreality, or at 

least a lack of earthly reality. The use of space-like images implies 

that the head injured are apart from the familiar, that they are 

removed from the reality shared by most people. The general feeling 

conveyed is one of disorientation and disconnectedness. 

The second group uses the technological/computer metaphor that 

is prevalent in general communication today. In using technological 

images, these metaphors illustrate a way to negotiate the meaning using 

familiar objects or themes. These metaphors give the impression that 

the hardware (brain) is still intact, but the connections, or 

programming, have gone askew. In further describing the process of the 

injury, informants often used the term "scrambled," which again suggests 

that the parts of the brain are still functional, but the connections 

between them that are a problem. 

Unlike the first group of metaphors, those dealing with 

distortion suggest a connectedness with reality, but in a distorted 



1. OUT OF REALITY THEME 

Twighlight zone 
Being in the ozone layer 
Out of this world 
On Jupiter and still not landed 
Like in outer space-the surroundings camB out from under me 
Not on the ground-floating 

2. LOST CONNECTION THEl,IE 

Like a TV screen-everything is running across but you can't send 
messages back 
Like on TV slow motion but the rest of the world is fast 
Like a short wave radio with lots of interference 
Like my computer short circuited 
Like the wires in my head are jumbled 

3. DISTORTIon THEME 

Like thinking with a cloudy brain 
Having a foggy brain 
Life is not gelling 
Like a zombie 
Like I was in but not of this world 

Figure 3. 11etaphors Commonly Used by the Head Injured 
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fashion. They are involved in life but, in an unnatural way. This 

experience of recognizing how they should think, feel, and react, and of 

being unable to attain it, seemed to be the most frustrating to 

informants. 

General Characteristics of the Experience 

There are three general features of the experience of head 

injury that are critical to our understanding: lifelong recovery, 

invisibility, and the appearance of normalcy. These affect almost all 

aspects of the experience described here. They affect the lifeways of 

both the injured and their families, particularly in the way they 

interact and are perceived by others. 

Lifelong Recovery 

See, I did not know this was a hopeless situation. We tried 
everything and nothing lasts long 

You have me on tape, but I will say it: in my heart of hearts 
there is no hope; it is a lifelong battle and struggle 

You have certain problems with the head injured, you deal vTith 
them, and then new problems arise. Problems just switch into 
different gears; they never disappear. 

I use the term "lifelong recovery" because it illustrates the 

double-edgedness of recovery from head injury. It implies hope for 

continual progress, but also lifelong limitations. After the initial 

physiological recovery period (a point which is hard to define; the 

current medical estimate is two years), recovery becomes a process of 

dynamic stability. There are marked changes over the years, but in 
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general the quality of life rarely improves. Informants describe great 

gains, as \-lell as plateaus and slumps. Their problems seem somewhat like 

the tide; they recede but their return is inevitable. 

It is not simply that the problems persist. Every bit of 

function gained through effort also requires effort to maintain. 

Although a person may appear to have mastered a task, it still demands 

concentration. 

That is what makes nothing ever the same again--you have to work 
to maintain. I have to work at showering and dressing 
appropriately, and it takes a longer time than before. You have 
to work at it all the time, even after seven years. 

The dynamic nature of lifelong recovery may be partially explained by 

this. When a great deal of energy is expended in addressing one 

deficit, little is left for maintaining previous gains and old problems 

may reappear. 

Lifelong recovery can give one a sense of false hope. Hike's 

case illustrates this. During the time of the study he was involved in 

a treatment program and was making noticeable gains in social skills 

and sustained attention. vlliat was remarkable was that Mike had his 

injury 22 years before. This suggested that complete recovery could be 

possible vlith long term intensive therapy. However, near the end of the 

study Mike began to lose some of his skills. Mike's tide of problems 

was on its way back in. There had been similar periods of recovery in 

the past but they had eventually waned. This experience of false hope 

happens over and over again for the head injured and their families. 

The pattern of recovery in the early stages of the injury can 

also be misleading. Because recovery immediately after coma is 
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comparatively rapid and constant, families assume that it will continue 

until the "old person" returns. Recovery soon slows, however, but each 

little improvement reinforces hope. It takes years, even decades, for 

people to realize that recovery will never be complete. Some never 

realize it. 

Because of the unending potential and problems of lifelong 

recovery, the head injured and their families are constantly searching 

for solutions. Even after 12 years one parent described living with a 

head injured person as "still day to day1l. In a sense the term lifelong 

refers to searching as well. Planning and decision making was a 

permanent part of the experience of head injury; before one program was 

finished the search for another began. But resources were seen as stop-

gaps; there was never a final solution. 

Invisibility of Deficits 

One of the most paradoxical aspects of minor to moderate head 

injury is that in many cases the devastating deficits are invisible. 

Some are completely undetectable in a casual encounter such as at a bus 

stop.3 Others have visible deficits, such as poor balance, but the 

more severe cognitive and psychological d0ficits are not obvious. This 

3 It is interesting to note that four family members claimed 
they could identify head injured people with no visible problems within 
a few minutes of meeting them. They noted that the head injured "have a 
weird way and you can spot them- there is a look in their eye - they 
don't quite zero in - I don't care how minor the injury, they look like 
they are out of focus 1l • This could be a result of their prolonged 
contact within the head injured world. It would be of interest to 
identify exactly what cues them to the disabled status of the person. 
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became apparent to me at the first AHIF sponsored social occasion I 

attended. I spent the entire evening trying to separate the disabled 

from their family and friends. Paradoxically, those deficits that are 

not immediately recognizable are often the most debilitating, as in the 

case of lack of abstract thought and judgment. 

Invisibility can work in two ways. It can help informants to 

deny and/or conceal deficits. Informants used it to their advantage, for 

example, in applying for jobs or meeting new people. But both the 

disabled and their families identified this feature as a disadvantage as 

well. In some cases people simply did not believe deficits existed or 

the extent of their debilitating effects. 

People think I am magnifying and complaining. She looks so 
normal, smiling, beautifully dressed--they don't see her 
problems. 

This can become an issue, sometimes, between the disabled, 

family members and friends. A common situation was when one family 

member did not understand the situation; because of the normal 

appearance of the head injured, he was seen as being babied or spoiled. 

This was particularly problematic in relation to lack of employment. 

Those with invisible disabilities had to face allegations that they were 

lazy and taking advantage of the system. 

They look at him and say--"a great big strong kid like that why 
can't he work?" and I can't blame them. 

Disbelief in the disability can grow into an issue of basic disbelief 

in the person, discounting the experience of the head injured and the 

family. This reflects on their feelings of self and devalues them as 

people. A number of social ties were broken over this issue. 



Invisibility of deficits also increases the vulnerability of 

the head injured person. Head injured people may get themselves into 

situations far beyond their capabilities, but others have no cues to 

indicate that the person may not be completely functional. 

If you are in a wheelchair or are a mongoloid people get the 
hint right away. Head trauma people look good and then they do 
bizzare things. 
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The invisibility of head injury is also problematic for those 

who lack awareness of their deficits. It is difficult to continue to 

deny physical limitations when one can look in the mirror and be 

confronted by them. On the other hand, when the disabled have no 

tangible clues, they are less aware. Reinforcing this are the 

inappropriate reactions of others who do not realize the extent of the 

disability. 

A number of informants voiced the wish for an obvious sisn of 

disability. Steph wanted to wear her les brace outside her pants "so 

people would know why my balance is sort of weird." Others wanted a 

more dramatic sign. 

I sometimes wish I had a scar stretchins from the right temple 
down to the left jaw. Then they would thiruc, hey, this guy has 
a terrible injury. 

Kevin noted that people were much more understanding at the outset of 

his injury when he had scratches and a sling on his arm. As the minor 

physical injuries disappeared people assumed that he was totally cured. 

Appearance of Normalcy 

Further confusing the understanding of head injury is the fact 

that many of the debilitating deficits are common in the non-disabled 



population. Many of the problems appear to be part of everyday life. 

Memory loss, inability to concentrate, double vision, and fatigue are 

common complaints of anyone under stress. We all experience these 

problems; it is simply a matter of degree. 

I have trouble getting up in the morning, but then so do lots of 
other people - And my memory, well I may have been late today 
because I forgot we had an appointment, but so did my mother. 

I get someone behind me who is tailgating - I know it bothers 
the average person, but I think it bothers me a lot more than it 
did before. I can not ignore that car now. 

The problem may be common among the non-disabled but it has more 

serious impact on the head injured. For the average person, these 

problems are transitory and controllable; for the head injured they 

are a way of life. 

Like invisibility, the normal appearance of deficits can be 
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both an advantage and a liability. Some head injured people passed off 

deficits as "just having a bad day - didn't get enough sleep" and it was 

believable. It is easy to normalize a forgotten appointment or the lack 

of concentration; everyone does it. As Gary reported when he told his 

friend about his inability to remember, "he said 'who doesn't - pass 

the beer'." 

The social acceptability of some deficits can work against the 

head injured. As noted above, people often refuse to believe the extent 

of the disability or its impact on the lifeways of the injured and the 

family. 

Everyone says he is perfectly normal. They say that a lot of 
people forget things or tell the same story more than once. 
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Like the invisibility of deficit, this apparently advantageous feature 

of head injury can break up families and friendships. 

The Individual Experience 

The major characteristics of the individual's experience of head 

injury are lack of meaningful occupation (dead days), loneliness, and 

memory deficits (forgetting). I chose these based on a content analysis 

of the interviews and the intensity with which these topics were 

discussed by the informants. They are by no means inclusive, but they 

are common and relentless problems among all of those with whom I had 

contact. 

Dead Days 

Inability to pursue a purposive occupation is the ultimate 
disability in a world where everyone works and achievement is 
valued and equals independence. 

Idleness, boredom, and frustration dominate the days of many of 

the head injured. Because of their particular combination of physical, 

cognitive, and motivational deficits, few are able to pursue work or 

leisure activities on a routine basis. This dormancy may be compounded 

by returning to live with family after being independent for some time. 

This takes away even more from their lives, the basic challenges of 

daily living such as answering the phone and cooking. Life for many is 

an empty horizon. 

I have used the term occupation here to denote activities which 

provide structure and meaning to life. This is a richer concept than 

employment and will be discussed in terms of real work, education, and 

volunteer opportunities. It is important to recognize that the 
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experience of head injury is not simply the inability to work. The head 

injured do not fly kj.tes, collect stamps, or take night courses. For 

some life is just surviving. 

Surviving: making it through the day and eventually at the end 
of the afternoon thinking about the next day. Just trying to 
function, staying alive, keeping the place clean, keeping myself 
from going insane--that is survival. 

He will jump out of bed and want to go somewhere-- anywhere -
all the time. But there is nothing for him to do but drive 
around, and buy ga3. He just lives in that car. 

The lack of meaningful occupation decreases the individual's 

sense of self worth and increases feelings of failure. The head injured 

are trapped in a negative feedback loop of inactivity. Inactivity 

creates lack of confidence, which increases the fear of attempting 

anything, reinforcing the lack of activity. 

Real Hork. Having gainful employment on a regular basis was 

seen by the disabled as a way of being "normal" again. But few 

obtain real work and even fewer retain it. 

Their days are dead you know. 1~hen they can not work, it is so 
impossible for them to fill the time. 

In this study only person was employed in the ordinary sense of the 

word. Some informants had employment histories, but they were 

characterized by multiple jobs of short duration. For example, Karen had 

33 jobs in the last 10 years, interspersed with long periods of 

unemployment. 

The patterns of problems common in head injury, particularly 

motivational deficits, make real work difficult. 

Hith his kind of brain damage--he is lacking in initiative--he 
will be perfectly willing to go to work, then half way through 
something he would forget to keep working. He knew what to do 



but the minute the instructions were finished he would just 
stand there willing but not able to get down to it. 

Because they lack awareness of their deficits, head injured 
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people often return to work before they are ready. And because many of 

their more serious cognitive deficits are invisible, they are hired, 

although they are almost always doomed to fail. Importantly, some of the 

head injured come to see being fired as positive because it is a means 

of learning their limitations. By failing at something they thought 

possible, they confront that fact that their image does not fit reality. 

Although often distressing to the disabled person, the failure to fit 

back into a work situation often helped them begin to recognize their 

deficits. 

One of the problems involved in getting real work is that the 

head injured remember what they did before, their skills and 

accomplishments. 4 This, combined with denial of deficits, creates a 

probleI!l in finding a job they feel is up to their "standard" yet at 

which they can succeed. The jobs they aspire to are much more 

interesting than those actually available to them. For example, two of 

the most severely cognitively disabled wanted careers in cheI!listry and 

radiology. 

Interviewer: Do you have any thoughts about employment? 
Steve: Not really. Any job that I could do well would be too 
boring and it would drive me nuts and I would end up quitting. I 
am getting social security now I do not need to work for money. 

4 Although short term memory is frequently impaired with head 
lnJury, long term memory is usually preserved. A discussion of 
forgetting appears later in the chapter. 



She is bored folding sheets. Several women there are kind to her 
but she is bored--she can not see the goal. She wants to be a 
computer operator, but that is impossible. 

It is paradoxical that although work is acknowledged as 
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important, both in terms of subsistence and in providing an identity, 

the head injured have little or no success at obtaining it. And even if 

they have some type of occupation, they often deplore its menial nature-

-despite the lack of any alternatives. 

School. Educational activities are one of the most socially 

accepted alternatives to real work. Although only two informants were 

attending school at the time of the study, over half had been involved 

in at least one semester of course work since their accident. They saw 

school as a relatively normal activity (despite the fact they that were 

often older than the average student) and as something positive to do. 

Hany informants who suffered injuries while college students were simply 

resuming life where they left off. 

Some informants saw school'as generally remedial--getting their 

mind into shape for better things. Others saw it as preparation for 

career goals. Eric, even after nine years and five failed attempts at 

college, described school as "the first step in my new career." 

Only rarely are the head injured successful in academic 

programs. Hike, who had a professional background, took an introductory 

college course and after spending six hours a day on homework received a 

C grade. For him, this was a victory; however, he was dissatisfied vIi th 

"the way things are taught" and gave up the idea of further studies. 

Often the head injured complain that school is all old hat; yet when 

it comes to examinations, they consistently fail. Nor are they 
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successful in the social aspects of education. They do not make friends 

or successfully participate in after class activities. 

Volunteer Work. Although volunteer activity seems a logical 

solution to the problem of lack of occupation, only six informants were 

involved in it at the time of the study. Informants seemed ambivalent 

about volunteer work as a career. Several did not consider it real work; 

they would rather spend time looking for that job they never seemed to 

get. Others considered it a holding pattern, a place to put in time 

until something better came along, or they recovered sufficiently to 

really work. Those that did try volunteer activities did not always 

treat it as important. 

One of the things she said about not going to her placement is 
"that it is a volunteer job and I do not have to go". She has a 
point there. 

Others saw the benefit of using volunteer work as training for a real 

job. 

The volunteer job, thinking on my feet, has given me a big 
challenge. That is the best therapy for me right now, being back 
in myoId work environment, using my head. 

Volunteer work is building up significant confidence in myself 
to discard the handicapped person role and resume 
responsibility. 

Volunteer positions allowed flexibility to accommodate the 

disabled person's particular set of strengths and weaknesses. Because 

she was easily distracted, Anne had difficulty arriving on time. A 

flexible start time, between 10:00-.and 11:00 A}1, minimized her deficit 

and gave her a sense of accomplishment and of being needed. 

But despite its apparent therapeutic value, none of the head 

injured considered volunteer work a permanent solution. Underlying this 
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is the fact that they believed they would recover completely or at lest 

sufficiently to do something more legitimate. 

Loneliness 

Having nothing to do and nowhere to go increases loneliness, the 

overriding feature of the lived experience of the head injured. 

The head injury itself is kind of like doing five to ten years 
of solitary. You are alone; you are by yourself. People don't 
look at you as a viable person - a person that can contribute. 

It is sort of like feeling I am all by myself, alone. I am 
surrounded by people and I am still alone. 

Loneliness was the problem most frequently discussed by 

informants and the one that elicited the most emotion. Even those with 

strong abilities to deny reality acknowledged the loneliness associated 

with head injury. 

Let me put it this way. I am meeting with you today and you are 
my friend. 

A very common pattern of socialization \-TaS that friends would 

visit regularly the first few months of hospitalization. But as the 

months of rehabilitation dragged, the number of their visits dwindled. 

Once the disabled person was in the community and the Hold person" did 

not reappear, friends disappeared, with being replaced. In some cases 

the head injured had one or two loyal fri.ends who had stuck with them. 

However, there was always the real risk that friends would "wear out" 

from the pressure of the disabled person's demands. One of the 

alternatives to peer friendships was socializing with older people, 

friends of parents or older relatives. Although one informant described 



"retired people as some of my best friends right now," others tried 

desperately to avoid "the geritol set." 
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This sense of loneliness was so acute it increased the 

vulnerability of the disabled. I heard numerous stories in which the 

disabled were taken advantage of (particularly financially) or 

disappointed by supposed friends who turned out to be using the head 

injured person. Family members described situations in which the 

disabled person had let strangers in the house "just to talk to", which 

in one case ended in a burglary. As one parent commented, "she will 

jump at anyone who pays the least bit of attention to her." 

One aspect of loneliness that was noticeable by its absence was 

intimate or romantic relationship. It became obvious from discussion 

and my observations at social functions that few head injured have such 

relationships, but no one volunteered this as part of their experience. 

Even parents were reluctant to discuss it unless directly asked. Those 

informants that were married were living with their spouse in a 

relationships that could be described as dependent or childlike, not 

reciprocal. 

There are a number of reasons for the devastating experience of 

loneliness. A major one is that after head injury a person is no longer 

the person they once were. Even those with minor head injuries have 

subtle personality changes that can create a new person. Paul, an 

informant who made a fairly good recovery, reported that as he became 

more like "himself" again, his friends began to reappear. But 

frequently uncharacteristic or extreme personality traits developed. 

One wife said of her husband before his accident, "he was once shy and 
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wi thdrawn unless he had a few beers." After the accident he \-Tas 

obnoxious and brash. 

In many cases, the head injured remain in an immature state, 

psychologically, after the accident. They are no longer responsible 

adults, but rather more like adolescents. Developmentally they are out 

of step with their peer group. Geoff, in his early 40's, attempted to 

make social contacts through attendance at activities sponsored by a 

college Christian group. After several years, when he reached the point 

where he was twice the age of most of the participants, he decided he 

no longer fit in. 

Another reason for loneliness is that, as a function of the 

injury, many head injured lose their social skills. Although 

rehabilitation programs hope to teach compensatory skills, they are not 

always successful. 

I have to learn how to mingle with people better. They tried to 
teach me how to act in certain situations. They gave me a list 
with all of those nice little questions - what I should ask, 
how to be sociable--a beautiful list, and I left it at home - I 
forgot that list like I always forget, and I realized half way 
there - bozo - so I went without. 

He has not learned to get along with others. A fellow head 
injured was over yesterday to visit - and I find Gary is on the 
phone calling other people; he is sleeping, reading a book. He 
went off and did his own thing. He does not think beyond 
himself. Others feel very slighted. 

One of the critical social skills lost is the interest in others; a 

common complaint is that the head injured are only interested in 

themselves. This was apparent to me in interactive situations where the 

head injured person dominated the conversation and showed no interest in 

the condition of others. As one father reported, 



I could be writhing on the floor in the agony of a gut ache and 
all she would do is talk about how she had one once. 
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Gail, who had unusual insight, explained her self absorption as a means 

of coping with the deficits. 

You have to concentrate so much on what you say and do--you can no 
longer be spontaneous. You do not have the time or energy to think 
of anyone else. You have to do it to get better. 

Social isolation can also result from inadequacies in service 

provision. Many head injured people depend on special transportation for 

the disabled or family members because they are physically or 

cognitively too disabled to drive or to use public transportation. This 

determines where they can go, at what times and for what duration. 5 In 

addition, most of the head injured have few financial resources which, 

excludes taking taxis or going out to dinner with new acquaintances. 

Loneliness is also created by characteristics of the former 

social circle. Because many of the injured are in early adulthood at 

the time of the injury, many friends leave school and move on to jobs 

in other cities. The lengthy recovery period from the acute stages 

(often two years or more) creates a gap. "!hen the head injured are 

finally finished rehabilitation, they find they are alone. 

They had friends in high school or college and suddenly they are 
totally cut off. Other people just kept on goine. They are just 
not in phase with anyone. 

5 During the research period, the city decided to limit 
funding for handicapped transportation. The policy changes meant that 
access to social events such as shopping or church was severely limited 
and the number of weekly "business" trips to doctors or therapy were 
also decreased. 
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In some ways the head injured are in a time warp; time stops for them 

while they are ill. They expect to return to their world as they left 

it and find that world no longer exists. 

In addition, many peers, particularly those in the same age 

range, feel vulnerable around a head injured person. If it can happen to 

them, they reason, it can happen to me. They do not want to be reminded 

of the tenuousness of life. 

To know someone who was a perfectly healthy human being, who has 
turned into THIS. It is more than most friends can handle. 

The nature of the peer group may also influence whether the head 

injured person wants to return to it. Some studies suggest that many 

head injured people are in a high risk group, including those abusing 

drugs and alcohol and those involved in high risk sports. After the 

accident, the disabled person may decide that they no longer want to 

follow that lifestyle or parents may pressure them not to do so. Thus, 

even if the old peer group is available, it may no longer a viable 

source of friends. 

Loneliness not only results from anti-social changes related to 

the injury and changes in the former peer group; it can be a conscious 

choice by the disabled person. Social isolation can result from the 

fear that deficits will make them undesirable. Some chose social 

isolation over situations that might emphasize their deficits. 

One cause that I never talk much or go out is I was afraid of 
putting my foot in my mouth or I had a fear that if I spoke 
someone would interrupt and knowing my fragile train of thought 
it would be gone. 

One of the tragic aspects of loneliness is that social contacts 

are potentially a therapeutic situations for head injured people. 



When I met Joe it spurred me on. Then Chris, he has helped me 
so much, just having a friend to confide in and relate to. 
Having a good friend makes a difference. Being able to be in a 
friendship has made me reach a new level. 
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Non-threatening social situations provide opportunity to practice social 

skills and receive the stimulation which is often missing. But for all 

of the reasons described above, finding friends is one of the most 

difficult tasks in the life of the head injured. 

Head Injured Peers. One of the greatest paradoxes in lives of 

the head injured is that, even though they are desperately lonely, most 

avoid their head injured fellows. The majority of informants I spoke 

with openly acknowledged that they avoided other head injured people 

whenever possible. Only a small minority had friendships with head 

injured peers. This avoidance was readily apparent to me as I 

participated in social events. Host often a head injured person would 

be in a group with a parent or non- head injured person, rarely 

spontaneously with each other. 

Some informants claimed that other head injured people are too 

close to home. Rather than minimizing their deficits, being with others, 

makes them more obvious. 

This is funny: I ha.te head injured people. They are so much more 
"off" than I am. It just pronounces what is wrong with me. I 
realize that I behave like them on different levels at different 
times and I don't want to be reminded. 

Being with other head injured people is such a bring down. 
First thing is you hope you are not looking in a mirror--do I do 
that? It is difficult to face it. 

Being with head injured peers also makes concealing the disability more 

difficult. The disabled want to appear as normal as possible and 
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therefore seek normal companions. Clearly establishing romantic 

relationships with peers would be endangering their denial or 

concealment of their disability. As when they are seeking tlreal work ll , 

they look for friendship in the IIreal ll world. 

In talking about associating with peers the existence, of an 

informal pecking order or hierarchy among the disabled became evident. 

Gross physical disabilities and an inability to communicate (the 

droolel's) were considered lowest on the scale. Those with poor 

cognitive abilities and lack of insight were next. Those who looked 

normal and had some sharp cognitive skills such as a sense of humour 

were at the top of the scale. The disabled seem to use this as a means 

of deciding who they might be likely to socialize with, if anyone. 6 

I am at the point that I am still head injured but I am not like 
THEM. I know that all head injured people are different and that 
I am OK and high level [higher functioning]. 

Out of everyone there, are two guys I have gotten along with. 
Some people consider me their friend but I don't reciprocate 
because I see they are a lot more messed up than I am. I keep 
them at arms length. They don't understand all of their problems 
that is why I am close to those two guys: they are the only ones 
that have a grip on their problems. 

This hierarchy is another manifestation of the diversity of outcomes 

possible within the head injured as a group. I often heard informants 

say that III might like someone who was like me,1I but no one had found 

that person. Here the denial or misjudgment of their disability is 

again apparent. Even if the disabled were willing to accept a match from 

6 Goffman (1963) uses the term IIstigma symbols ll to denote 
personal characteristics that are effective in drawing attention to the 
disabled identity which devalues the person. This hierarchy appears to 
be based on such symbols. 
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the peer group, without an accurate assessment of themselves they would 

aim for higher functioning individuals who in turn are looking for 

someone else. 

A friendship between two head injured people may not be 

practical nor fulfilling. For example, the basic ability to carryon a 

meaningful conversation might be missing. How can two people with 

memory deficits become friends when neither will remember to show up at 

the appointments they make? 

At social events they can not pick up the ball like other 
people. If you put two like that together they won't get very 
far. 

In some ways peer relationships are a risky venture. Those .lith 

insight recognize that they need someone "who is all there" to reduce 

their vulnerability--getting lost, meeting unsavory people, and so on. 

I can not handle being around them. I don't think it is denial. 
I don't trust them. If tvro of us go out and if the other 
person's mind is as scrambled as mine is--if they do not have 
all their marbles either--I won't have confidence in them. z 

One head injured person offered to drive another home from a social 

event. The driver had impaired attention span and distractibility and 

the passenger was talkative and demanding of attention. As the family 

member reported, it vras a miracle that they made it out of the parking 

lot. 

The reluctance among the head injured to make head injured 

friends is often reinforced by family. Some stated that, since head 

injured person learn from example, as much exposure to normal life as 

possible is therapeutic. Others shared the concern for safety voiced 

above. The mothers of two head injured young woman expressed concern 
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over the safety of their daughters with head injured men who had 

impaired judgement. Because of increased vulnerability and loneliness, 

women could initiate or find themselves in sexual situations 

unknowingly. 

Although the majority spoke against relationships with peers, 

three informants favored making head injured friends. 

On the other hand, all of the things I have spent hours trying to 
describe to you--I can go up to Joe and say "how is it going?" He 
know. There are people who really understand what you are going 
through, like alcoholics. 

They also spoke of the emotional support they gained from peer 

discussions about the life as a head injured person. For example, they 

phoned each other and complained about therapists or the ridiculous 

social security forms. 

The "official" position in the world of head injury is that peer 

relationships are to be encouraged. The AHIF and many professionals 

support peer relationships. One of the goals of the AHIF is to provide 

social opportunities for the head injured. Hembers of the board and 

associated professionals spend a great deal of time and effort creatine 

social functions which are often poorly attended. And even organizers 

often have to IIdrag ll their head injured family members to these events. 

The head injured sense an underlying assu~ption of homogeneity 

in attempts to bring them together; that head injured people are the 

same so they can be friends. This way of thinking makes the injury the 

major component of their identity; it is what identifies them to others. 

This is much like expecting all Americans or Armenians to be similar, 

and some informants felt strongly about it. 



They are trying to make like a little ghetto with head injured 
people. It is a form of segregation. 

Just because you are head injured you can not throw people 
together and think they are going to enjoy each other's company 
because they are not. Those groups are no solution. 

Forgetting 
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"Forgetting" is a term which, to me, connotes the problems that 

the head injured face in everyday life. I use it here in the place of 

"memory" which denoted to many informants how they did on psychological 

tests. In keeping with the ethnographic tradition I have divested the 

clinical implications and referred to life experiences. I chose 

forgetting from the myriad of cognitive problems facing the head injury 

because of its pervasiveness among head injured of all types and its 

remarkable debilitating affect on daily function. Forgetting limits a 

person's ability to live independently and often compounds other 

problems. For example, Sue's social isolation was increased because she 

could not remember anyone's name to ask them for a ride to the weekly 

Bible study. Activities that are usually taken for granted, like 

reading the newspaper or cooking, become major hurdles for those who can 

not remember. 

He can't retain what he has read. By the time he gets to the end 
he forgot what was at the beginning. 

I have to work out ways to deal with the fact you forget stuff 
you have done all your life. Here is a dumb example: I learned 
how to make rice years ago and the other day I forgot how. You 
go through and through your mind searching for things you used 
to know were there. 

The type of things head injured people forgot varied. Some had 

forgotten living skills such as courtesy or how to make polite 
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conversation. Others had lost behavioral patterns, as in the case of 

the ex-swimming instructor, now wheelchair bound, who thought he would 

take a dip, chair and all, and almost drowned. Eric suffered such memory 

loss thnt he had to read an old grade card to determine what he had 

been studying in college when he had the injury. Others remember general 

things but not enough specific ones to make that knowledge functional. 

As Heil said: "I don't remember the electrical knowledge, just things 

about electrical knowledge." 

An important part of the experience of forgetting is developing 

strategies to remember. Informants taught me numerous ways of 

remembering. I~ost people use lists and daily calenders as tools, and 

almost all of them carry note books crammed with reminders. Paul had his 

watch set to go off to remind him to shave before leaving the house. 

These are fairly unobtrusive strategies that are also common among the 

non-head injured. They are helpful in concealing forgetting. Another way 

that forgetting is concealed from the public is planning; extraordinary 

plans are made by some of the disabled so that when they are in public 

nothing will show. To attend a doctor's appointment, Ron went through 

the following routine. He kept close track of a date on a calender and 

checked his reminder book to make sure of the correct day. The morning 

of the appointment he had the doctor's office phone and remind him. He 

also set his watch for half an hour before it was time to leave. He 

had written instructions for the location of the office and the bus 

route. 

Despite the effectiveness of some of these strategies, many head 

injured people refuse to use them. 



There are some tricks, but I do not want to learn the tricks, 
like writing everything down. 

This may partly be attributed to lack of motivation common among the 

disabled. A second and perhaps more important reason is that using 

strategies reinforces the disabled identity. 
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Related to forgetting is confabulation, the tendency to fill in 

the gaps with logical fiction. It occurs at a subconscious level, 

although sometimes if pointed out after the fact, the head injured 

person may recognize it. 

If your memories don't come you fill up the pages with vrhat 
people tell you or stuff from your remote memory. The mind is 
just looking for something to fill in the gap with and it vTil1 
grab things out of the blue and I don't even know it does it. 

It is building it up with the knovrledge of that which I have 
been told by others and that which I can surmise and think that 
would be logical. It might be true or I might be constructing 
it. 

Confabulation was particularly problematic for Eric who had no visible 

deficits and was very articulate. His confabulation concealed major 

memory deficits and he used confabulation as a way of concealing his 

disability. He felt that although what he said was not always true, it 

made sense, and that was all that mattered. 

The Family Experience 

For many families the head injury meant the beginning of a new 

way of life. Both head injured people and their families reported that 

at times the head injury experience was harder on the family than on 
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the disabled person. 7 In some cases the disabled person lacks the 

awareness to appreciate the extent of their deficits; the family, 

however, can not ignore them. In some families, the deficits are so 

disruptive that; "the bit of paradise they bought for their retirement 

has become a living hell because of their son." 

Responsibility 

Probably the most trying feature of the family experience is a 

direct result of the lifelong recovery experience, that is, assuming 

responsibility. In some situations it was described as "a step back in 

time." Independent children that had left home were once again their 

parents' responsibility. Hany parents had begun the long awaited period 

of retirement only to find they were fettered by complete responsibility 

for their children. 8 

\'le had several years of retirement living and then this accident 
and he came home after he had been gone-- changed our whole 
lives totally, after we had our lives arranged for our 
retirement travelling and all. We had to make tremendous 
adjustments. 

I am not used to having someone depend on me for everything she 
is not sure of. So 'fe are back to five years of age--taking her 
to school, picking her up, making sure she eats. 

7 It is important to note that the purpose of the study was to 
explore the experiences of both the head injured and their families. 
Therefore almost all the informants had intensive family involvement. 
There is, however, a significant segment of the head injured population 
that lives alone. Their experiences were not addressed in this study. 

8 I have used the term "children" when discussing the head 
injured in relation to their parents. This is intended as an indication 
of familial relationship, rather than of chronological age. 



Others nearing retirement were forced to postpone it in order to meet 

the financial needs of the head injured person. 

Everything will fall back to the parents if all else fails. Why 
should anyone be bothered when mother is looking after him? They 
know I am not going to let him go hungry and dirty. 

The family was seen as an inevitable resource. There was a 

feeling that because of the blood tie between the disabled person and 

the family, the responsibility was ultimately theirs. Both family 
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members and the disabled assumed that family would always be there. And 

those in the field of rehabilitation also expected it of the family. 9 

The people in the field [rehabilitation] don't realize that they 
push you to the max, they put it on you that it is expected. 
They do not consider any consequences to you. What would have 
happened at the beginning if we had just taken off--1eft her? 
vlliereas now it is you, the parent, all the pressure. 

It is significant that the family tie in head injury is translated into 

a kind of extreme responsibility at a time in our society where the 

influence of the family is said to be disappearing. Although I can not 

generalize this to all cases of head injury, the role of the family 

resembles the close generational ties of rural life in the early part of 

the century. 

Responsibility came in many forms. The faoily ~las most often 

financially responsible for the head injured person. They dealt with 

overwhelming medical bills and, in the fortunate cases, large insurance 

settlements. In the case of the disabled receiving social insurance they 

~ This issue of responsibility ironically mirrors that in the 
American culture about the degree to which the young are, and should be, 
responsible for aging family members. 
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were often the representative payee, responsible for administering the 

cheque. 

Another responsibility described by families is "keeping on top 

of the head injury." This includes monitoring drugs and reports from 

professionals (which are often conflicting), dealing with the insurance 

settlements and social insurance, and being aware of any new research or 

treatment possibilities. Families were also responsible for finding 

resources and programs, a matter that will be addressed in a later 

section. Once they found the resources they were usually responsible 

for arranging access to them. Steve's family estimated that taking him 

to all the appointments in the city took 1600 miles and about 80-90 

hours a month of driving time. 

Because many head injured people have deficits in initiative, 

the family often found themselves responsible for motivating the 

disabled person. They not only provided the structure but the 

encouragement as well. Karen's father found her a part-time job through 

his connections. Her mother then dealt with social insurance and the 

vocational rehabilitation paperwork. They drove her to the job and 

picked her up afterwards. In addition, all of the family acted as 

cheerleaders. They estimated that they talked to her about it, giving 

feedback and support, at least two hours a day. 11any families reported 

this as the most wearing of responsibilities. 

The loneliness and lack of activity experienced by the head 

injured places additional pressure on the family to provide social 

opportunities. Family may feel guilty when they go out and return to 

find the disabled person "in bed in the middle of the afternoon 
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watching a stupid TV program. 1I Families shared the frustration of 

inactivity and see the decline in function as the head injured sit day 

after day. And finding purposive occupation is not only critical to 

the well being of the head injured; but it is a task that affects the 

quality of life of the primary caretakers. They live head injury 24 

hours a day. 

And on weekends I wake up and he has been up for three hours 
just waiting for me to get up, and the pressure starts. And "Then 
I get back from work he is waiting at the door to talk; no 
matter what I do he is just sitting there doing nothing. 

Many families reported a sense of social isolation paralleling 

that experienced by the disabled. Some could not find someone to IIsitll 

with the head injured person who required supervision. Others felt a 

sense of guilt when they went and left the head injured person at home 

yet another evening. Family members lost their social connections 

because friends and relatives could not understand the head injury 

experience. Acquaintances were afraid of the disabled person and no 

longer felt comfortable visiting the family home. Others, not knowinG 

what to do, ignored the head injured person when they visited, making 

entertaining uncomfortable for all involved. vllien the family most 

needed support, they too, were alone. 

Lifelong responsibility is particularly daunting in the case of 

aging family members. Because the majority of the head injured were in 

their early adult years when injured and are either single or became 

single after the accident, middle aged parents had the ultimate 

responsibility. Parents were neither physically nor emotionally at the 

stage where they coped well with a dependent child. Witho'.lt exception 



140 

every family member mentioned the pressure of not knowing what would 

happen after they die. The concern was evident in a seminar planned by 

the AHIF on guardianship and wills. Families were concerned that the 

responsibility not be left to a sibling or close family member when they 

died. After their experience of head injury, there was no one close to 

them to whom they wanted to "pass the burden." Hany concentrated on 

building a solid financial base with which care for the head injured 

person could be purchased in the future, should such services be 

available. 

Vulnerability 

The head injured person's vulnerability increases the sense of 

responsibility experienced by the family. I chose to discuss 

vulnerability under the experience of the family because the head 

injured are not always aware of these deficits and the results tend to 

have a greater impact on the caregivers than on the disabled. 

Vulnerability results from a number of characteristics of the 

head injured, primarily lack of judgement. However, the invisibility and 

apparent normalcy of deficits and the tendency for the disabled to 

conceal or deny problems further increase their vulnerability. The 

overall effect of normalcy may create an impression that the person is 

more capable than he or she really is. 

A common feeling among family members is that there are people 

out there waiting for them, that the head injured are "marks." As one 

parent noted "if I can talk her into anything, so can anyone else." 

Particularly if the family is financially well off, the head injured 
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person can be the means by which the unscrupulous take advantage of the 

whole family. 

I heard a number of stories relating how the head injured were 

mislead by advertisements and slick salesmen. The cognitively disabled 

tend to see things at face value and do not detect underlying motives. 

In one case an informant was taken advantage of by a fast talking and 

very temporary room mate (moving out and leaving a $500.00 phone bill); 

in another, a salesman sold hundreds of dollars of cosmetics to a person 

on social security. 

One of the great worries is that the head injured may enter 

into financial contracts that are legally binding. Unless the family 

has legal guardianship (a situation that is extremely restrictive and 

therefore avoided), the head injured are their own agents. In such 

Circumstances, however, it is the family that most often pays the 

consequences of poor judgement. 

Some episodes of poor judgement placed the individual in 

physical danger. 

\'fe got a phone call from the airport one morning. She was 
waiting for a plane to MeXico, but an observant security guard 
had noted she had no luggage. She already had a ticket. 

This illustrates one of the vague but grandiose plans that were common 

to the head injured. Such plans often involved "wanting to see the 

world, "and if the disabled person has access to sufficient funds to 

get his or herself to one of these destination, they were vulnerable to 

endless troubles. Young head injured woman are particularly vulnerable 

to seduction because of loneliness and lack of judgement. Some were 

willing to strike up a conversation with anyone--a salesman who come to 



the door, men at bus stops, unknown voices on the telephone. Their 

eagerness can easily be misinterpreted as a sexual come on. 

I did not feel confident in myself being head injured to protect 
myself--and I am in the wheelchair. 

If they have physical limitations, there is nothing the head injured 

can do to stop unwanted advances by others. 
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Other episodes of poor judgement were simply embarrassing to the 

family (and later, occasionally, to the head injured person). 

Once he went out into the traffic in his wheelchair to 
hitchhike to get a beer--he doesn't drink. Another time he 
phoned the police to report a missing cereal bowl. 

Such incidents appear essentially harmless; however, years of such 

episodes place mental strain on the family and take their toll. 

vfuat are the effects of lifelong responsibility? One family 

was finally overwhelmed. They gave in to the demands of the experience 

and the head injured person was institutionalized after living in the 

community for years. 

I was mentally and physically exhausted. For his sake as well as 
mine we needed to separate. I could no longer be nice to him, 
God help him. It was not his fault. He was a victim, we all are, 
the whole family, victims. 

Some families broke down under the pressure. Resentment was 

built up by siblings or children of the injured who recognized the 

special needs of the head injured but still resented the efforts the 

caretaker made for him or her. The primary caretaker often acted as a 

buffer between the head injured and the rest of the family, interpreting 

behaviors and trying to make peace between members. In the process, 

those most closely involved with the disabled risked losing their own 
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sense of identity; in a way they became an extension of the head injured 

person. 

You feel your stomach is always in knots. You are never relaxed 
because you never know what will happen. 

I never got to the point where I could relax and be my own 
person and be what I wanted to be. I was the forgotten person. 

Caregivers were stretched between the demanding care of the head 

injured and the regular demands of family life. 

My husband was not aware of the all consuming effort the next 
t"lO years 'vould take. I had to give it my all, and I could not 
be all things to all people. 

Harital relations were frequently affected by the head injury 

experience. Parents devoted the time and energy they had previously 

given to the marriage to the needy family member. Further weakening the 

marriage was the fact that they simply could not be alone or have time 

to themselves if the head injured person was staying in the family 

horne. And, as will be seen in the next section, different perceptions of 

the head injury experience between family members created further 

stress. Often families did not notice the effects of their experience 

and they paid too little attention to the maintenance of their own 

mental, physical, and spiritual health. 

The difficulties involved in assuming responsibility were 

further complicated by the reaction of the disabled. Hany of the head 

injured saw family as controlling and creating dependency. They used the 

terms "brainwashing" and "manipulation" and accused parents of using 

them to fulfill their own needs. They railed against the help that 

parents gave, help which they wished they did not have to provide in the 



first place. Understandably, caring for the head injured is often 

describes as a thankless job. 

I knew that I was going through hard times, but I did not give 
them [the family] the benefit of the doubt. It was no vacation 
for them either. Two years after the accident I realized that it 
was tough on them. 

The Second Chance 

You see parents get a second chance to make things right - I 
didn't do this when they were growing up - now is my chance. All 
the things that everyone felt guilty about they now have a 
chance to do something about. 
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The silver lining in the cloud of lifelong family responsibility 

is that families get a second chance to mould their child's development. 

The head injured come out of coma in a regressed state and usually go 

through many of the same developmental stages they did as children. They 

are frequently impressionable; their vulnerability to negative input can 

also be seen as an openness to input provided by family. The tendency to 

want to remould the disabled was particularly strong in cases where 

children were previously involved in a risky or anti-social lifestyle. 

Before his accident we found out he was ditching school, smoking 
pot, and dealing drugs. As hard as it is, it may be nothing to 
what could have happened. 

I balance out my feelings by saying that if she kept on the way 
she was going, she would have had a disaster. The kind of life 
she was leading was begging for a serious accident. 

Remoulding the disabled was not always conscious or planned. If 

the disabled person was living at home he or she was unavoidably exposed 

to the parents' lifestyle. The family had an even greater impact because 

old friends of the head injured had disappeared and he or she person was 



unable to return to his or her previous work place and leisure 

activities. 
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Some parents expressed a sense of achievement in contributing to 

the "make over." For example, one parent expressed great satisfaction 

that she finally had the relationship she always wanted with her son. 

Prior to the accident he had been independent and shunned the family. 

Since then he sees only family members and has an interdependent 

relationship with his mother. Others families tried to remake their 

children simply out of self-defense. If they were to be responsible on 

a long term basis, they wanted the disabled person to be as compatible 

and manageable as possible. 

This remoulding was detected by a some of the head injured. 

They reacted strongly against family claiming they were being made more 

"normal" than they used to be. One expressed the fear he would lose the 

only part of his identity the accident had not taken. The majority of 

disabled were either unaware of the difference between past and present 

lifestyle or chose to accept a new and "improved" identity as better 

than one they could come up with. 

Tough Love 

One of the abiding issues in the family experience of head 

injury was achieving a level of appropriate responsibility, bet\veen 

creating healthy challenges and creating unhealthy dependency, between 

tough love and over-protection. Tough love was seen as therapeutic, a 

way of allowing the disabled to reach their potential by trying and 

failing (within reasonable bounds). Over-protection meant placing too 
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few demands on the person, which resulted in a self-fulfilling prophesy 

of failure and dependency. Dependency on the family was common and a 

worry to family members though they felt powerless to stop it. In the 

face of the vulnerability and neediness of the head injured person, it 

is easy to see how a family could create a dependent situation. And over 

protectiveness can be a carry-over from the early stages of recovery in 

which parents had to help with the basics like bathing and eating. 

Initially head injured people are very childlike and they can easily 

remain so. Often it was less disruptive to the family unit for them 

lido for" the disabled rather than to ",ratch them try, and fail to do it 

themselves. 

This issue was highlighted in disagreements between professional 

caregivers and family caregivers. One mother noted that: "they kept 

saying to me butt out, and they used those words." Professionals were 

most often supporters of tough love; they believed the head injured 

need to make their own mistakes in order to recognize their deficits 

and to learn to adapt. They saw the family as protecting the head 

injured and preventing them from fuller recovery. Families argue that 

since they have lived through years of experiencing the disability, they 

have the judgement to know when to step in. 

Finding the balance is especially difficult if the head injured 

person is living in the family home. (Even if the head injured person 

lives independently family members often provide or supplement rent and 

food and help deal with bills and so on.) Among informants opinion was 

divided as to whether the head injured should be at home. The proponents 

of tough love largely felt that it was over-protective and minimized 
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the disabled person's chances for independence. Others claimed that they 

worried more and spent more time "putting out fires" when the head 

injured attempted to live independently, and it was not worth it. 

Sometimes having your youngster at home like Louise does is the 
sensible thing. You have got control and they are not so likely 
to jump off the deep end - and be so open to outside influences. 

There was an informal and largely tacit categorization of 

families according to the degree of protectiveness they provide. Both 

head injured individuals and families seemed to have a stand on whether 

people should be pushed or protected and they described others in these 

terms. On this issue there seemed to be little gray area. 

The difficulty experienced by the family was in large part a 

direct result of the lack of alternatives for the head injured. 

vie know that living at home is not the answer but, it is better 
than living on the street with a bunch of low- lives. 

Community and subsidized housing is usually not reserved or prepared 

for the special needs of head injured and the few existing programs are 

expensive and often geographically distant from the family. In light of 

the current situation many families felt there was no choice but to 

take responsibility. 

Gender Differences 

He 1V'ould walk around the house saying how close that accident 
was, how we were lucky. I would say, "you fool, don't you see." 

One of the important pieces of interactive data coming from this 
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ethnography is the difference in the two parents' perceptions of the 

disability. 10 

The most obvious difference was in the ideas of the extent and 

the permanence of the disability. Fathers most often underestimated the 

disability of their son or daughter. Ron's father confidently told me 

that his son had recovered 90%, while his wife suggested 40-50% was more 

accurate in her experience. A minority of fathers had difficulty 

accepting the disability and described their children as unmotivated and 

lazy. In one family discussion at which I was present, Julie's father 

complained that his daughter was too lazy to deal vTith the ~ills, while 

her mother described the same situation as an inability to face them. In 

some cases it simply took longer for husbands to understand the nature 

of disability. But in a few cases, even decades after the injury, they 

still could not accept the idea of lifelong recovery. The difference in 

experience is apparent in the following excerpt: 

Father: I am an optimist, she is a pessimist. 
Mother: No, I am a realist. 

Another difference in parental perception was that fathers did 

not understand the new processes that the head injured had to go 

through to perform even the most basic daily activities. They were 

impatient and frustrated with repeated failures and some could not grasp 

the notion of compensation. These fathers focused primarily on the end 

product. 

Her father says she should be able to cook and I should show 
her. He can not understand how complicated it is, all of the 

10 Because only two wives of the head injured were interviewed, 
these comments are limited to parental differences. 



time I would have to spend in the kitchen. I still have to cook 
for the family and we can not wait all day for her to do it. 

Fathers also had difficulty understanding some of the physiological 
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ideas underlying head injury, for example, how a bang on the head could 

cause spastic legs. This may be the result of less contact time with 

health care professionals. 

The most likely explanation for these differences in experience 

is the unequal amount of involvement each parent had with the head 

injured. Mothers simply spend more time in a greater variety of 

situations with the head injured than do their husbands. There was a 

functional split in responsibility. Fathers tended to be bread""inners 

(particularly when parents were older) and dealt with the business 

aspects of head injury, while mothers provided more of the daily care 

and emotional support. And even where fathers took an active role and 

spent evenings and weekends with the head injured, they did not seem to 

appreciate the effect of all-day exposure to the head injury experience. 

The fathers' lives remained fairly similar to their pre-injury 

structure, while mothers learned a new 'vray of life. 

No, my husband was free to come and go, I was the one I 
shouldered all of the responsibility. Everyone else was free to 
go and live their own lives because I was taking care of him. 

A surprising number of mothers attributed the differences to 

genetic or instinctive differences between women and men. They 

understood because they had "a mother's sense." 

Mothers do things that no one else will do. They bore this 
child, it has been part of them. They have experienced the agony 
of bringing that child into the world; they have suffered 
through that child's upbringing. It is a part of you, the way 
you think about things and do things. 



It is part of the male mystique, there are certain things they 
have to deny to survive. 

Implied is the notion of obligation. Part of the traditional 

role into which ' .... omen have been socialized is caring for their family 

and the sick. Even though some women recognized the ill effects of 

taking responsibility for the child, they could not overcome the 

responsibilities accompanying their roles. These women felt a strong 
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resolve to deal with the head injured although they by no means enjoyed 

it. It was their place. 

We do things that need to be done not that it is our delight in 
doing it. We know it has to be done and know there is no one 
else. 

Mothers were grateful to receive understanding and acknowledgement of 

the difficulty of their task, something that family members, 

particularly husbands, seem to have difficulty providing. 

Most parents acknowledged the differences and seemed to accepted 

them. A small number of \wmen were bitter about having to take the 

primary responsibility. For some it was a source of marital discord and 

I was told of several couples who had split up over differing 

experiences with the disabled. One mother suggested if it were not for 

the fact that she felt her head injured family member needed both 

parents, she and her husband would have separated. The differences in 

experience also created a inescapable double bind for the head injured 

person, which directly affected their behaviour. This bind will be 

addressed in a later section. 
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Reactions to the Experience 

A large part of the family experience of head injury is 

constituted by their response to the lifelong and demanding nature of 

that experience. These reactions then become part of the experience. 

This section will continue the description of family life with a head 

injured person by addressing three responses related to obtaining help 

for the disabled: dissatisfaction with existing services (bad help), 

group support, and family directed therapy. Not all parents experienced 

these reactions to the same extent, but they were common for all 

families. 

Bad Help. Reports of experiences ",ith professional caregivers 

and informant's venting of feelings about them formed a large part of 

the ethnographic data. 

You would be surprised what they do to make you feel like a dog. 

These reports were in the main negative, the reactions of anger and 

frustration. 11 This is not to say that all professionals were bad; I 

heard glowing stories of individual professionals. But these were by 

far the minority. 

Probably the largest factor in the family's reaction to 

professionals was the lack of what the family considered to be 

appropriate services. Families expected the professionals to help them, 

11 In taking the informant's viewpoint about the treatment 
process, I appear to paint a completely negative picture of 
professionals, but this study reports only the family reaction to 
professionals. I made no attempt to determine the validity of their 
experiences nor to study the professional care situation in a systematic 
way. 
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or at least to send them to someone who could. Instead they were forced 

back onto their ovm resources. In the early stages of rehabilitation, 

they assumed that "there must be an agency to deal with this sort of 

problem," but none existed. 

You are caught in a revolving door, and it comes down to you are 
the caretaker and the survivor is counting on you for help. You 
are always searching and screening, the quality of his life 
depends on my ability to search. 

The lack of professional solutions produces one of the 

characteristic features of the experience of the family, the endless 

search for programs and services. Prograns (anything that might remotely 

help the head injured person) included medical or therapy resources, 

leisure activities, funding sources, and residential programs. Families 

heard about programs from TV newscasts, from friends of friends, and 

sometimes from professionals. Some said it is just luck. There appeared 

to be no organized means of directing families to available services 

and certainly no way of evaluating them. Once a new resource was 

identified, the next step was to try and make sense of the bureaucratic 

rules. Determining eligibility for programs, cost, and providing 

documentation became a full time job in families that were already 

stretched thin by caring for the head injured. Nor were services ahmys 

eager to receive their family member. 

You have to keep right on their backs all of the time. I first 
called them in April and just now in December they have made an 
appointment. The answer is you have to be obnoxious; you have to 
call them every day. 

And even after the disabled person was finally "in", families 

faced hurdles. One of the tacit rules in service provision is that 

professional caregivers are attracted to those disabled with the most 
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potential for recovery. For example, in Vocational Rehabilitation 

services, quality of service is assessed by the numbers of disabled 

people that find employment. To find employment that the head injured 

person can stick with is extremely difficult, if it is possible at all. 

But family members found that counsellors were less than helpful in 

dealing with vocational problems. Files seem to get passed around among 

the counsellors; no one wanted them. 

They told him to travel, do anything, but not to come and see 
them again. 

It boils dO\ffi to statistics: someone who has not recovered after 
three years is going to be a lot slower at learning. They don't 
want them on their statistics. 

Another problem families faced with existing services was lack 

of continuity. Both private insurance and social security agencies were 

often willing to fund small, short term services such as driver 

evaluation or a semester at college, but claimed the cost of onboing 

services was prohibitive. Although funded programs provided short term 

relief, families felt that they were not long enough to effect any real 

change in the life of the head injured person. 

The inflexibility of existing rehabilitation programs was a 

complaint voiced by almost all family members and a number of head 

injured informants. Despite the fact that professionals agree that each 

head injured person has a unique set of problems, a blanket treatment 

approach was usually taken. 

The program was designed so that she had to meet certain goals 
before she got to cooking class, but she did not •. Everyone has 
to eat but because she did not fit their program she lost the 
chance of a year's training in cooking. 
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The goals of most programs were general. Family members claimed 

that each individual ought to be considered separately. 

Everything is done in groups--what one needed they all 
did. They spent two sessions working on using the phone 
book, and he could do it before he started. 

Although families acknowledged the difficulties of group programs, 

many claimed that rehabilitation efforts were wasted. In addition to the 

tendency to generalize within treatment programs, family described a 

IIconveyor belt of servicesll--a system in which all head injured people 

follow the same pattern of professional services during their recovery. 

Once they left acute care, they ,,,ent to a certain rehabilitation 

hospital and then to an associated day program. This problem was 

particulary acute when a number of different services were ovmed or 

managed by the same health care organization. Although partly a result 

of the lack of alternatives, families felt that there was little 

opportunity to get off the conveyor belt, or to go backwards. 

Families also thought that they should actively be included in 

goal establishment. Although most rehabilitation programs claim to 

include family, their input appeared to be token. Paul's family was 

having difficulty with his anti-social behaviour. They felt that 

management was needed, rather than independent living skills--,·/hich were 

the focus of the program at that time. 

One of the most overwhelming experiences that family had in 

their interaction with the professionals was that they and their 

knowledge were devalued. The family claimed that their "on the job 

training" allowed them better to know the head injured. They explained 

that while specialists focused on pieces, the physiotherapist on 
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walking and the psychologist on testing memory, the family saw, in 

fact lived, the complete picture of the disability. As one parent 

observed about professionals, "they have all the answers but don't know 

what the question is". 

Those professionals go home and deal with regular people, they 
do not live this life. They think they have all the answers.It 
does not take a PhD to know these problems--just live with it. I 
would love to send Neil home with one for a week. They have no 
real concept of dealing with these guys day in and day out. 

Many complained that they were always told and never asked-- which again 

discredited their experience. They found that professionals were closed 

to treatment philosophies and ideas other than medical ones. This was 

particularly frustrating in light of the marginal success seen by 

families when the disabled people was discharged from a therapy program. 

Intensifying the dissatisfaction experienced by families was the 

financial cost of services. Not only were they "insulted and ignored", 

but it was at great expense. 

And not only was their opinion as a family member largely 

ignored, the tragedy of their experience was seldom addressed. Existing 

services largely neglected the needs of parents. Although the amounts of 

wri tten information available about head injury \-laS seen to be 

increasing, the effects of the disability experience on the family 

were not addressed in it. 

Once at the monthly rehab meeting the doctor told her she would 
need another two years of therapy. No one even looked at me to 
see if I could do it, if I can handle it driving her to therapy 
every day after the daily battle to make her go. 

This conflict between professionals and families was covert. 

level. Families vented their feelings to other head injured families and 
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perhaps friends, but not to professionals. Despite the negative 

experiences of families they ignored their feelings and largely went 

along with the plans of the professionals. One mother felt particularly 

strongly about this and said: "I have almost bit off my tongue trying to 

keep quiet, but I don't want to close any doors." If the future of the 

head injured person and the family depends on the opinion of the 

professional, if funding or status in a rehabilitation progra~ is 

contingent on that one person, family will comply or suffer the 

consequences. 

The Group. Involvement in a family support group is a second 

response to the experience of the injury described by the family 

informants. 

All we can do is hold hands. \'Ie can not solve each others 
problems. 

The critical needs of a family with a head injured person, combined 

with the dissatisfaction with existing services, made it a viable, if 

not essential, alternative for many families. The support group 

provided emotional support, practical management tips, and 

recommendations for resources. "You don't, know until you have been 

there" is a comment I heard over and over, and the shared experience is 

what binds this group together. 

Follm.,ring the pattern set by the National Head Injury Foundation 

(HHIF) the AHIF vTaS begun through the efforts of family members 

frustrated by the lack of services for their disabled. It has two 

chapters, one in each of the major cities in the state. At the time of 

the study, the group had a small core of very active family members 
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(and a few professionals) who ran the business of the group, organizing 

meetings, corresponding with other head injury foundations in other 

states, and fund raising. The AHIF mainly offered support and 

information; it did not provide any direct services or funding. It had 

three monthly meetings: a support meeting for families, a social group 

for the head injured, and a business meeting intended to deal with the 

administration and activities such as lobbying for new legislation and 

increasing community a'Vrareness. One of its most important services ,.,ras a 

crisis line run by volunteers. Volunteer training consisted of only 

what the family member had learned from living "lith a head injured 

person. 

I think it is great. When I found out about it was like the 
light at the end of the tunnel. You always have problems and 
need someone to share them with. It makes al the difference in 
the world, and maybe there is someone I can help. 

All family members described a fluctuating need for group 

support. A common pattern was to use the AHIF as a main resource when 

head injured person first returned to the community. Family attended 

meetings regularly and often became involved in the organization's 

administration. After a year, or perhaps several, families found that 

their need declined. This seemed to result from the fact that the 

disabled person was better integrated into community or had gone to a 

treatment facility which relieved some pressure from the family. Some 

family members I kne", had formed their own informal support network 

after meeting at the AHIF because "they were on the same wavelength" and 

felt they no longer needed the organization. Others quit attending 

because of personality conflicts with other members or because they did 



158 

not like the structure of the group. Even if no longer active, however, 

all family members expressed support for the aims and philosophy of the 

group. This was evident when the most negative people supported the 

AHIF by sending telegrams to Washington on the eve of a legislative 

decision affecting the head injured. 

During the study, the local AHIF chapter underwent a transition. 

Although membership was still growing, attendance at monthly support 

meetings was low (at one I attended only three others were there) and 

the core group was changing composition. Because this organization was 

the initial source of my informants, all were AHIF members, but during 

the time of the study fewer were active. 

One of the features of group support described to me by several 

people may also partially explain the ambivalence felt about the AHIF. 

Because there was so much sharing of experiences within the group, 

comparison was common. Often it was a comparison of how tough it is to 

have a head injured person in the family. I observed what could almost 

be called vying for the position of family with the worst situation. 

I have heard others say that we are the lucky ones because he 
has a job. But it is so difficult, trying to help him cope with 
the outside world, trying to get back in--harder than those who 
are in a nursing home 

Financial resources available to the family was a common point of 

comparison. Because all of the injuries were suffered in accidents, 

some disabled were covered by comprehensive insurance or had won 

handsome settlements, while others lived on social insurance. 

They are always comparing. The Jones family are lu~ky because 
they have all that money behind them and their son can go to 
special residential programs. ~[hat they are really saying is, 



how come he can and my family member can't? There is anger, 
bitterness, and jealousy. 

Although the philosophy of the AHIF is that all experiences are valid 
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and equally important, family members had strong feelings that in some 

way their own experience was the most difficult. Not all informants 

discussed their experience explicitly in terms of others, but all 

families noted that they had it at least as bad as others at the AIIIF. 

During the research I did not attempt an analysis of the AHIF, 

although it was tempting. Because of the dynamics of the group I 

withdrew in the latter half of the study to avoid involvement that might 

jeopardize the rest of my research. 

Family Directed Therapy. Family directed therapy (FDT) is a 

reaction both to the family's sense of responsibility ~or doing all that 

is possible for the head injured and to the inadequacy of existing 

services. 

OK, now what do I do? You realize there is no one to ask. It 
is all up to you. 

Because there are no alternatives, the family takes responsibility for 

helping the disabled recover. FDT is in a sense home care, the therapy 

the family undertakes on its own. It can include a great number of 

activities: developing therapeutic activities at home, adapting the hone 

environment, co-ordinating appointments, and tryinG to find neH 

resources. 

FDT is not a short-term effort. All ~amilies were involved to 

some degree, even 20 years after the accident. Again the lifelong 

recovery is double-edged. There is always the possibility ~or 

improvement, but attaining it requires constant effort by ~amily. 
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The nature of home care is determined by the head injured 

person's stage of recovery. At first FDT may involve following or 

reinforcing therapy exercises given when discharged from hospital or 

helping with "homework" from outpatient therapy. But even if the head 

injured person is in a rehabilitation program or structured activity, 

free time spent at home was seen to have therapeutic value. For example, 

the family must decide when to "push" the unmotivated person and how 

to deal with antisocial behaviour. 

Consistency. Therapy for two hours a day is not enough to 
establish a pattern in her mind; I have to keep at in 
con~tantly. 

After regular contact \.,i th professionals stops (usually t\"O 

years), FD'r takes a new form that requires greater effort and 

creativity. Developing therapeutic activities in the home is a common 

practice, the unending search for new resources another. Other 

strategies are adapting the environment and working out management plans 

to make home life as tolerable as possible for all concerned. As I came 

to know the families, I recognized they were expert at these 

activities. 

Families learned to make therapeutic opportunities out of common 

experiences. This is apparent in interactive data, where families often 

used cuing or prompts to assist the head injured person recall 

information or spealc appropriately. Activities of daily living made 

excellent learning opportunities, if structured correctly. 

Doing the vacuuming or making a sandwich--trying to do it the 
right way, the most efficient 'v/ay without distractions. Just the 
thought process she has to come up with to get the end result. 
Practice like that has been great therapy. 
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Family members saw such efforts as therapeutic, even when the activity 

was done incorrectly. Developing simple therapeutic activities that are 

within the capabilities of the head injured, yet still a challenge is a 

difficult task. It also requires almost constant direction and feedback 

from a family member. 

"Programs" was one of the most frustrating concepts in the 

experience of the family. It appeared an endless search for something 

that really did not exist. During my research I began to associate the 

word program vIi th magic. Many family members sought that special program 

that would solve all of the head injured person's problems and relieve 

the family of the tremendous pressure. Even the most experienced and 

realistic families became excited at the sight of a brochure describing 

another new program. The reality is that there are few services 

designed specifically for the head injured and those that exist are 

financially prohibitive ($9000.00- $12,000.00 a month for a residential 

program). This forced the family to sift through all of the therapeutic 

programs available even if they were only remotely appropriate: programs 

for the learning disabled, the retarded, the physically disabled, the 

chronically mentally ill, the unemployed, and so on. 

She must have a project at all times or she will regress. 
Especially after the first two years of acute therapy. It took 
eight years for me to stop having to initiate programs all the 
time. 

Family members tried to fill up the dead days with activity. And if 

there was no structured activity available, the family develop them by 

introducing hobbies, or exercise, or even a shopping trip. 

Trying to get him back into society--the only thing I could 
think of that was appropriate was for an old lady and a young 



guy to go to restaurants. So we ate our way through the first 
five years after the injury. 
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Families often incorporated some unorthodox practices (at least 

from the point of view of the medical profession) into their home 

programs. Because of the lack of appropriate services they make use of 

who or what was available. 

We were told by the father of another head injured person about 
this woman. She had been working with kids with cerebral palsy. 
She is not a professional, she is a musician--75 year old when 
we were going to her. And so were some of the other families. 

Another family developed its own therapy program at a local health spa. 

Family members also tried to develop a therapeutic environment 

in the home. Some strategies involved changing the physical environ~ent 

to promote recovery--wheelchair ramps and bathroom aids. One family had 

placed reminder signs in appropriate places, such as IIput frozen food 

in freezer ll and IIturn off stove II in the kitchen. Labelling drawers and 

containers with the contents helped minimize memory deficits. Another 

strategy was to develop a therapeutic atmosphere: 

In my opinion a loving household with everything kind of going 
along evenly is the best condition for the brain injured 
individual to live in. 

The principles of home care often came into conflict with those 

of existing professional services. A fairly common example was the use 

of medication. Several families reported instances where prescription 

medication was having a negative effect on the head injured. After 

consulting professionals without satisfaction, family adjusted the 

medication according to what they considered would allow maximum level 

of function. In one case, a disabled person was nearly toxic with an 
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anti-convulsant medication and family chose to decrease the medication 

against the advice of a physician. 

Every time I don't agree with what they [professionals] say, 
they say I have bad insight. If I have such bad insight why is 
she doing so well? They say it is therapy, I don't feel they 
should get credit for it. At most she spends two hours a day 
with them, I have her for the other 22 hours. 

During the research period I learned hundreds of "tips" that 

families found to be effective: ... ,hat the best type of stimulation ,.,as, 

how to decrease distractibility, what to do in the case of repeated 

failure. Often these management tips were contradictory but each was 

effective for that family. Families built a vast repertoire of ways to 

manage the experience and to promote recovery paralleling those of 

professionals. They rarely knew why they worked but in their experience 

they did and they shared it on this basis. 

111hat is most obvious about the reactions of the families to 

their experience is the need for diversified services. The current 

health care system is not designed to address the problems of people who 

do not get well nor does it address the urgent needs of family members 

who are responsible for them. 



CHAPTER 5 

CONCEPTUAL INTERPRETATION OF ETHNOGRAPHIC DATA 

In the last chapter I presented ethnographic data describing 

the paradoxical lifeworld of the head injured and their families. In 

this chapter I will analyze this data using five theoretical concepts, 

in order to enhance the meaning of the experience. These concepts, 

mainly drawn from cultural anthropology, are liminality, personhood, 

social labelling, sick role, and double bind. Within this explanatory 

scheme I will devote special attention to an analysis of economic 

disincentives to employment as an illustration of the complexities of 

the head injury experience. 

Liminality 

The term liminality was popularized by the anthropologist 

Victor Turner (1979) in his description of the rituals of rites de 

1 passage. His original work focuses on initiation rites among the 

Ndembu tribe in central East Africa. Liminality is a transition 

between two states which is characterized by ambiguity, paradox, and 

1 While liminality has become a much used term, its popularity 
has created applications that vary widely from the original 
formulation. Turner made brief comment on this possibility, 
distinguishing between "liminal" and "liminoid", but did not carry 
through with this theoretical distinction. Liminoid is a secular term 
referring to individuals in a complex industrial society, while liminal 
describes individuals in sacred positions prescribed by the culture in 
a small-scale society. By this conceptualization, most of the 
applications of liminality refer to liminoid. However, because of the 
lack of development of the concepts I use the term liminal. 
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disorder. The individual is betwixt and between the positions assigned 

by law, custom and convention. A common example is adolescence, the 

transition between childhood and adulthood. In this model, society is 

seen as a structure of positions end liminal individuals are 

interstructural. They have left a previous state and not yet 

incorporated into a new one. 

The head injured are biologically thrust into a state of 

liminality, instantaneously and without preparation. Once they have 

left coma (itself a tragic example of liminality between life and 

death), and after the hospital doors close behind them, they are not 

who they once were but do not have a new identity. The multiplicity of 

residual problems include cognitive, physical, emotional, and 

behavioral changes that often defy labelling by society. 

Liminality is a period of loss. The liminar is stripped of 

status, property, and rank. The head injured lose most of their 

previous roles and thus the basis of their identities. They lose the 

status and prestige of a role as worker and often any financial 

security they may have had. They lack peer and romantic relationships 

and, although the focus of family attention, they have an ambiguous 

family role with no status, the role of a dependent adult-child. In 

terms of the larger society, they are no longer seen as viable 

contributing members. They are and yet they are not responsible. 

Legally, the head injured person is held accountable for his or her 

actions, yet functionally many head injured persons are not responsible 

for their own self care, means of subsistence, or safety. 
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During this transition period, liminars are often under the 

authority of elders and are expected to be passive. Using Bateson's 

model of relationships (1972), the liminars are involved in an 

asymmetric relationship with others, one of dominance and submission, 

or neophyte and teacher. In traditional societies this might mean being 

fed or decorated by elders or complying to rigorous physical rites. 

Among the head injured the asymmetric relationship arises as the 

liminars, by necessity, are treated as dependent adult children. 

Dependence on the family for financial, emotional and social resources 

is one of the most obvious features of the lifeways of the head 

injured. Even 20 years after injury, parents tend to make or be 

involved in all important life decisions. 

Another of the characteristics of marginal state is that 

reverse roles may be assumed. In Turner's experience, females take on 

male costume and behaviors or the powerful become submissive. Although 

chronologically adult, and often having held prestigious social roles 

in the past, the head injured can become child like. They may depend on 

aging parents or on a spouse and children--as the wife of a man who 

was a successful professional and religious leader prior to his 

injury described: 

And he plays games with us. He will go to the end of the block 
in his wheelchair, just enough around the corner that we can 
not see where he is. 

It is hard for the kids--when he first came home they had to 
feed him and help him with the urinal. 

The paradox and ambiguity of liminality are best characterized 

by Turner's comment that the liminars are both living and dead. The old 



position is dead yet the person is in a state of potential or 

anticipation with respect to the new one. The disabled often make 

reference to "their past life," as do parents. 

Once I caught myself thinking, "I haven't done this since she 
died." In a way that girl is dead and another one is in her 
place--it is the same but it is not. 

One of the most pervasive features of liminality is that 

individuals are structurally invisible; they have physical but no 

social reality. They no longer fulfill the roles they once held and 
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have not yet attained new ones; as with the period between leaving the 

student role at graduation and taking on the responsibilities of a 

first job. The head injured are not employed, not students, not 

parents; nor are they sick. The liminal do not fit into the socially-

constructed arrangement of roles and power positions, and there is no 

proper label to apply. We do not have a place for the adult who is 

part child in our culture. They fall outside of the range of the 

labels that are commonly used to locate individuals in our culture. 

In terms of the larger socio-political sphere, the head injured 

do not easily qualify for services or allowances. Because they may have 

potential (albeit uneven) or because they conceal their deficits, they 

may not be eligible for some services for the disabled. However, they 

are not capable of full time employment. Many fall in the margin where 

obtaining income is difficult--no pay check, no disability allowance, 

and no insurance settlement. 

This invisible state can be illustrated in the larger 

political context. In California, head injury was initially not 

included in the state designation of disabilities for allocation of 
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funds. As an afterthought it was lumped into a category with the 

profoundly mental retarded. However, through advocacy efforts it was 

recognized as a distinct disability and given individual a higher 

funding priority. 

Perhaps because of the invisibility, liminality is a period of 

reflexivity, a time for self-consciousness and a time to think about 

society, the cosmos, and the powers that sustain a person. If.hen 

liminars withdraw from a position, they lose the values, norms, and 

sentiments associated with it. The individual is released from the 

normal societal constraints and thereby attains the freedom to reflect 

and to speculate on the past and future. The cognitive scheme that 

gives sense and order to everyday life no longer applies. It is a 

period of dissociation. The individual is able to tease out parts of 

the whole of society, to evaluate and to recombine them. Turner 

describes this period as one of pure possibility in which new thought 

arises, a time to reflect on self and on culture. 

They have been there and back--they have almost crossed over. 
When you come that close to death, you do a lot of thinking 
about what it is all about. 

In this period the meaningfulness of ordinary life is 

reconstructed. Many among the head injured attempt to make some sense 

out of the new world into which they have been dropped, and to grieve 

the world that was once theirs. Often this results in development of 

a spiritual or philosophical outlook. 

Most people still live by superstition - they are still living 
to impress others. One of the consequences of this is that 
their minds get filled with garbage--they do not evaluate what 
they take in. But I see so much. I am an observer of people. I 



am aware of things. A lot of things don't escape me that used 
to, I evaluate everything. 
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This philosophical outlook seems paradoxical and far beyond the 

capabilites of people who's major limitations are cognitive ones. Yet 

even informants who were in the first years of recovery compared how 

life used to be and to how they see it now, evaluating their past lives 

in terms of some new order. Some informants described new value 

systems and alluded to new identities. Sustaining a head injury does 

not necessarily mean the loss of all mental faculties; even moderately 

disabled people are still capable of creative expression. As one 

informant said, "I may be head injured but I am not stupid." 

Perhaps this philosophical perspective held by the head 

injured only reinforces their liminality, their "not fitting in." 

Conversations with the head injured often seem vague and abstract; they 

frequently react with intense emotions to conversations that one would 

not expect to be affectively charged. These behaviors, identified as 

problematic by professionals and family, may in part result from the 

keenness or closeness with which the disabled view the human condition. 

They recognize the tenuousness of life and the importance of what is 

generally taken for granted, but which they have lost. Moreover, one of 

the practical results of head injury is that they have abundant free 

time (because of a lack of roles) and few responsibilities. This gives 

them the luxury, albeit unwanted, to observe more closely the rest of 

us who are actively involved in life. Thus, they are at a spiritual 

place, where our complex roles do not allow us to follow. 
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In one sense the liminars are ground down to be fashioned anew 

in the liminal periodo Yet the new persona is a reflection of the 

culture and not always the individual. As described in the family 

experience, it is a second chance for families and perhaps 

professionals to mould the head injured person. The ambiguity and 

malleability of the period provide the opportunity to fit the 

individual into the accepted roles and position. 

Since liminars are sen as a threat to society, Turner observes, 

they are often segregated. Mary Douglas (1966) suggests that they may 

seen as polluted - "the unclear being unclean". This too'may be seen 

in the head injured who are shunned by society. Few retain the friends 

they had prior to their accident, and most social networks, if they 

exist, are made up of family or other head injured individuals. One 

informant's explanation for this is that "they are really afraid of 

what they do not know." 

The end of the liminal period in Turner's model is heralded by 

a new identity. This is most often a socially recognizable change in 

station, for example from childhood to adulthood. In head injury, 

however, this often does not occur. A minority feel a new sense of 

self--those who feel they have a mission to help others. For most the 

search for an identity is ongoing; they never truly leave the liminal 

state to develop a whole new person. 

I think I have lost my soul--if I have had a head injury and I 
am different in the brain and it is the seat of the soul. 



Personhood 

It transforms you into a person you have never met but who you 
will have to live with for the rest of your life. 

I had everything the American dream designs - there was nothing 
that could get in my way, and I lost it all--all of it. I lost 
my professional career, my education, even what I knew and felt 
about myself. I lost my goddamn personality. There is nothing I 
have left and at times I felt like a baby having to learn me 
and the world allover again. 

The liminal status of the head injured implies the loss of 

identity. Informants used the phrase, "I am not who I was," yet many 

are unable to define clearly who they had become. 

It is the same me with the same fingerprints. Everything is 
identical but the brain is changed. I am not the same person. 
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The idea of multiple properties of the self is important here. 

Identity, the known and knowable self, is both personal and social. As 

Estroff (1981) notes, we experience ourselves privately and 

subjectively, but also intersubjectively, based on messages from 

others about who we are. Applying LaFontaine's (1985) concepts of 

"self," "person," and "individual" is one way to make sense of the 

identity crisis suffered by the head injured in their liminal state. 

Lafontaine defines the self as a person's self awareness, his or her 

consciousness of self, as in the term self image. This includes both 

physical and spiritual awareness. Lafontaine relates person to one's 

social role and the response of others to the bearer of this role with 

respect to their status. In this sense, one's role is an embodiment of 

their culture and the ideology pervading it. Person is the society's 

affirmation of the self identity. Personhood and self are seldom 

identical but knowledge is shared between the two. Often the way in 
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which others see a person is irrelevant to how he or she sees him or 

herself. For others, a discrepancy between public and private selves 

is a major problem. LaFontaine's third concept, the individual, is the 

biological entity; one is included in a society of individuals simply 

by virtue of one's physical presence. 

As individuals, the head injured change little. While in coma 

the individual is threatened, but as they return to the community they 

are counted as part of society, at least insofar as a census taker 

would include them. But the self and the person undergo major 

alteration after the injury. 

Because of a lack of self-awareness, some head injured people 

have a strong sense of self, but it is not founded in reality. Eric 

still believed he was on his way to becoming a famous architect, and 

although unemployed for nine years, he talked and acted much as if he 

were a successful professional. As long as nothing disturbs this sense 

of self Eric will be content. Such people often have very strong 

memories of their past, particularly accomplishments and use old 

memories to make up for lacks in their current existence. Many of the 

prototypical stories I heard involved old accomplishments to which the 

head injured person continued to cling and hoped to replicate. 

Other head injured people had little memory of the past. As 

Steph noted, if one loses one's memory one loses oneself. 

I don't remember myself in my later years with this amnesia. I 
remember myself most clearly at 17 years old. I don't remember 
being engaged but I remember her. I remember working in one 
office but not being supervisor I am now only just getting to 
know the this person in the mirror. I don't even look anything 
like I remembered I don't feel somehow like I am anything like 
I was. 



173 

Eric and Steph are the exceptions, however. Most head injured people 

remember parts of their old selves and recognize that the old self is 

gone. But they have nothing upon which to build a new self. This is 

largely a result of lack of opportunity to fill legitimate roles in 

society. If an individual's personhood is not acknowledged by others it 

is difficult for him or her to develop a sense of self. The head 

injured constantly search for a satisfying sense of themselves. To me 

this is the most tragic aspect of the disability. 

The loss of personhood was universally experienced by the head 

injured people that I knew. They were neither acknowledged nor valued 

by society. And without a socially accepted means of achieving goals or 

of obtaining roles, the head injured were not likely to be accepted as 

a person. This is apparent in the use of the term liminal to describe 

them, where they are considerd as individuals, not as persons. 

They are not going to be functional. they may exist--Eric 
exists--but you do not think it is normal. He is not going to 
get married and have kids, never be truly happy. 

This lack of personhood also affects the sense of self as 

mentioned above. If one is grappling with developing ideas about the 

self, looking to others for guidance is logical. When others do not 

value that individual it reflects back on a the fragile self and 

further undermines it. 

A major barrier to developing personhood is the disabled 

person's lack of socially acceptable occupation. A clear example of 

this is the case of Ted presented in the previous chapter. Prior to his 

accident Ted's sense of self was based on his competence in athletic, 
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professional, and romantic roles. N01'l he has lost the abilities to 

pursue these. Gail said she did nothing major because she was no longer 

a "major" person like she was before her accident. 

When they ask me what I do, for the last couple of years I have 
said "nothing." After that 75% of the people don't want to talk to 
you. But if you are working then you are one of the guys. If not, 
who knows what you are. 

If the disabled have no way of obtaining meaningful occupation and then 

succeeding at it, there is no base upon which to build a new identity. 

The failure to master roles is a result partly of the biophysiology of 

the injury and partly of the social reaction to this disability group. 

As Estroff (1981) notes, people are caught. If they emphasize the 

social and personal aspects of occupation in order to create a sense of 

self they experience frustration, failure, and negative self-image. It 

they reject roles that are expected by society, they are still 

alienated from society. 

One of the most surprising ethnographic insights I gained was 

that as people recovered and began to form a new identity, their new 

person was in some cases more valued than their old. Some disabled 

people took on a role, such as Mommy and Daddy's good girl, even though 

it was a complete contrast to their previous lifestyle. 

He falls into the category of people who are nicer than they 
were before. He got into this mess because he was not doing 
such great things with drinking. He was on a crash course and 
he got plucked up. Maybe his injury is a better alternative. 

I have changed from being a big bad tough guy to a real sweet 
nice little lady. I am not a toughy anymore. 

vllien I first encountered this, I attributed it to a rationalization. 

With more time in the field, however, I learned about informants' 
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lifestyles prior to accident. One informant was involved in a rough 

minority group that ditched school and stole p others were heavily 

involved in drugs and alcohol. One informant described herself as going 

"from a Tasmanian devil to a kitten." I then understood how, from a 

social perspective, the new person was an improvement. 

The loss of personhood is also difficult for family and 

friends. 

I made myself a vow 17 years ago and in the last two years I 
have begun to give up on it--a vow that I would never forget 
what she was like. Now I have this "SOHEBODY" here who is 
really giving me fits. 

She is dead but I can not tell anyone, no one wants to hear it. 

Families are left with individuals, or "somebodies", as one 

parent expressed, not people. They live with the grief that they have 

the same individual but a different person. Although few would admit 

it openly, several alluded to the fact that the person was dead and a 

new one was like "a disruptive stranger in the family." 

Recasting 

One of the ways that the head injured try to establish a sense 

of self and personhood is to recast their experiences in ways that make 

their experience appear more positive. Recasting is a means of building 

a facade, of developing the image they would like to have. As Eric 

commented, "we are not what we seem." Facades provide a sense of 

identity that meets the expectations of the self and of others. 

Recasting of reality is also a means of making sense of the paradoxes 

and complexities of head injury. Head injury is not a rational 

illness nor does it fit the current biomedical "quick fix" scheme. 
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Recasting of some, or all of the negative features of the disability 

into a more positive light makes a seemingly intolerable situation 

vl0rth living and the future possible. 

Recasting also provides a sense of control over the disability. 

It is a solid defense against the fact that the head injured are no 

longer who they were--and more importantly, against the fact that life 

will never be the same again. Both the head injured and their families 

used a number of interconnecting recasting strategies to give meaning 

to their experiences. Discussed here are concealment, blind spots, 

optimism, and redefinition of meaning. 

Concealment 

The biggest feat one has to do in the world--I appear 
perfectly normal. I have developed many different ways of 
communication to make sure that no one can tell. What I have 
achieved is an appearance. 

Considering their major cognitive disabilities, the head 

injured have an amazing repertoire of concealment strategies. These are 

conscious efforts to decrease the visibility of their deficits. 

Concealment is used so that the head injured can conform to what 

society expects of them, so that they appear "normal." For those with 

invisible disability, concealment is simple. Geoff struggled through 

night school class but refused to tell the teacher that he was head 

injured. He used the term "minor learning disability" because he 

thought it seemed more acceptable. 

I try to avoid telling anyone. I can not stand anymore 
rejection. When I moved in here [to a new apartment] I did not 
tell anyone. 



What do you call it when they really don't understand but 
pretend they do? I call it cover up. Like they will go to a 
restaurant and read down the menu, unable to take it in they 
say "I'll take the same," even if they do not like what the 
other person ordered. 

Concealment in communication is common. Gail described in 
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detail her need to be correct when she spoke to "cover the disorder in 

my mind." She spoke slowly and often edited what she said to make 

certain that she was clear and understood by others. Such use of 

concealment differentiates between the public person and the private 

self. Another method is to appear the "strong silent type," as Hike 

called himself, hoping others will carry the conversation. A third 

strategy is to conceal by controlling the conversation. A common 

quality of many head injured people is their inability (or 

unwillingness) to stop talking. This talkativeness may in part result 

from social isolation but it also works as a concealment strategy. 

They don't want to let go. They keep talking because if someone 
else says something new they may not be able to comprehend, so 
they try to control it. 

This method of recasting experience, however, can be harmful 

to the individual. In using verbosity to conceal their inability to 

follow the conversation of others, they create an impression similar 

to that which would have been left by their cognitive disability. 

Concealment can hide the disability and at the same time reve;9.1 the 

head injured's identity to others. In this sense concealment is self-

defeating. 

Some unsuccessful attempts at concealment may lead people to 

assume that the disabled are deviant in other ways. For example, 

attempting to walk unaided with poor balance and co-ordination may lead 
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the general public to see the disabled as drunk. Mike so successfully 

concealed his head injury that when he had a bad day his friends 

thought him a closet drug addict. Concealment, then, can produce 

mislabelling but with a different, more negative name. 

The effective use of concealment may create further problems by 

raising societal expectations that the disabled can not live up to. 

Some head injured people used strategies to minimize the visibility of 

their deficits in situations where professionals were trying to assess 

the degree of their disability. For example, in a social insurance 

eligibility interview, upon which hinged his disability pension, Ron 

IIput on the dog ll and tried to appear as normal as possible. He was 

successful in his concealment but lost the much-needed pension. One 

parent described how she was forced to combat her child's facade by 

passing notes to social insurance officials or meeting with them ahead 

of time to explain how he really functioned. For the disabled it was 

more important to be recognized as a II normal ll person than to qualify 

for the services they needed. 

He can keep up a front for an hour or so--I have seen him fool 
you. In meetings with lawyers about the settlement or in 
doctor's meetings he comes up with these fantastically 
intelligent comments. I want to kick him. 

Another of the paradoxes of concealment is that it requires a 

tremendous amount of effort to maintain. Fatigue and an exaggeration of 

deficits often result, such as increasing forgetfulness or muscle 

spasticity_ For some, the attempts to hide their disability rebound 

and made deficits more obvious. 

Whenever she exerts herself trying to be normal she has a bad 



day - or maybe two. Then she just hibernates, does not want 
anyone to see her. 

Thus the head injured may put more energy into concealing their 

deficits than coping with them or learning compensatory skills. 

Family also try to conceal at least part of the disability 

experience. Most often they attempt to cover things that others would 

not understand or that are socially unacceptable. 

I could see that in his paranoia he thought the woman had 
stolen his watch. He was about to make a racket but I knew 
what happened right way. So I got my body between him and the 
woman so she would not realize what he was thinking. I had to 
fix it so she would not know. 
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An instance where family members often used concealment was in physical 

appearance. Many head injured people have lost the judgement about how 

to dress appropriately and care for clothing. Families tried to build 

a physical facade of normalcy by concealing the habits of the disabled 

and focusing on their child's appearance. "after the accident one 

thing we could do is make her look normal so clothes were great." 

Some of the worst aspects of the experience are even concealed 

from families of other head injured people, who have some understanding 

of the situation. Families appeared to have a tacit gage by which they 

judge whether to share information. Some aspects of the experience are 

common knowledge, such as the consequences of memory deficits, others 

are too personal or antisocial to admit, such as a physically abusive 

family member. Often situations that might reflect negatively on the 

identity of the parents or family are concealed. 

We can talk about how bad it is but not many other mothers 
describe what makes it so bad - what their child has done. One 
day she inserted a tampon and got confused and did not know 
what to do--blood everywhere in the bathroom and the hall, 



screaming, just totally lost. You don't hear these things. We 
are not candid with each other about what goes on at home. 

I learned about this "concealment gage" through the process of 
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ethnography. At first I was under the impression that the experience of 

head injury was "not all that bad, " as I noted in my field diary. What 

I mistook for the real experience was one largely concealed by the 

disabled and their families. It took many months for them to stop 

concealing some of the more meaningful but tragic aspects of their 

lives. 

Blind Spots 

The use of concealment to recast experience implies that the 

person is aware of the disability and the need to hide it. Many head 

injured people show no awareness of the devastation caused by their 

injury. Their personal experience does not reflect the facts of the 

situation. This second form of concealment is what I have called 

"blind spots" in the disabled person's experience. Although "denial" is 

the clinical term, it connotes an awareness and volition, that is 

inappropriate to many of the head injured. Blind spots are far more 

than rationalizations or underestimations of the truth. They are 

strong beliefs held even in the face of concrete evidence to the 

contrary. Common blind spots include knowledge of some or all of their 

deficits, the need for help, and the effects of the injury on the 

family unit. 

Blind spots are not static. The extent and the nature of what 

is not seen fluctuates. For some, blind spots are very common in the 

initial stages of recovery but decrease with time. (This could be a 
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function of anatomical and physiological resolution of the injury). For 

others, even 20 years after the injury, blind spots are a permanent way 

of experiencing life. In such cases it is possible that the blind 

spot resembles the complex defense mechanism. Although subconscious, it 

is within the control of the individual. What may differ for the head 

injured is that they, because of cognitive damage, have less control 

over the defense mechanism. 

Blind spots are seldom all-pervasive. The head injured may 

accept certain aspects of their disability but not the complete 

picture. Often it is the most abstract deficits that go undetected. 

Steve, who had several cognitive deficits and gross communication 

problems, told me that his greatest problem was his walking; if he 

could only walk everything would be better. Sue complained about her 

weight and her inability to run, not her inability to remember. 

A common manifestation of blind spots was an informant's 

perception that he or she "are not that disabled." They acknowledged 

having some problems, but were certain that they had less than those 

"really" head injured people. Karen described how she decided to 

attended a social group for the head injured because she viaS so much 

more advanced than the other participants that it made her look more 

"normal" in comparison. It was only several months later that she 

realized that her attendance was a way of minimizing her own injury. 

The use of comparison, whether it valid or not, recasts the head 

injureds' experience of disability. This example also illustrates the 

hierarchy of deficits among the head injured. 



Some of the others have a lot more problems than I do. Hearing 
them talk like they don't have a problem, I feel like saying, 
"come on, can't you see them?" 

I know most of the head injuries in this town and my heart goes 
out to them--but for some reason not to me. 

The first of these comment comes from Eric, who had the most 

marked memory and motivation deficits of any of the informants. The 
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second comes from Anne, who is unable to work because of uncontrollable 

distractibility. 

Blind spots may take the form of believing the whole experience 

is a dream or a nightmare. Geoff insisted to his family, even 10 years 

after his injury, that he 

will be better; he really believes he will just wake up one 
morning and be fine, just like before--he does not need any 
help. 

Implied is a belief in a miraculous solution. The injury may seem 

mystical or fantastic to the head injured person; one moment they are 

themselves and the next they are in a hospital and have no idea who 

they are or how they came to be there. Thus, if the injury is mystical 

or unreal, a solution will be too. Not only will all the current 

problems disappear, but the old self will return as if nothing had 

happened. In maintaining this sort of fantasy, the head injured ignore 

professional expertise and the state of current medical knowledge. To 

support the blind spot, the disabled often weave a web of fantasy 

around their experiences. Anne developed an imaginary bureaucracy and 
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when she was fired from her job described the "plot against her" that 

was lead by her boss, a member of this huge organization. 2 

Families also displayed blind spots that helped them recast the 

experience of the head injured. However, for mos~ it was no more than 

a few years before the reality of the situation became unavoidable. At 

first they would not believe what the professionals told them. Even 

when other families of the head injured tried to share knowledge they 

argued: "this may happen to their children but mine is different--you 

do not know my child." Though most families reached a point where they 

accept the inevitability of the experience, they continue to use 

redefinition strategies to some degree to help them make their lives 

tolerable. 

Part of the family's experience after they accepted the truth, 

was dealing with the disabled person who had not. Families made 

continuous efforts to bring some reality to the disabled, but were 

frustrated by blind spots. 

You have to walk a tightrope. It is important that they accept 
the way they are, to live in this world--they are not living in 
some dream world. It is dangerous out there for someone who 
does not recognize their own disabilities. I have to walk the 
line between discouraging and steadily confronting the truth. 

The head injured person's blind spots had direct consequences on their 

recovery. For example, Steve's FDT was rendered totally ineffective 

because he was unable to recognize his limitations and saw nc need to 

compensate for his deficits. Some disabled people argued that learning 

2 This latter example illustrates how some coping behaviors 
used by the head injured may appear to be psychiatric disorders. Anne's 
blind spot and resulting fantasy to explain her vocational failure 
could be easily diagnosed as psychotic paranoia. 
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new strategies was unnecessary because they \vere cured. Ron \vould not 

allow his family to contact the AHIF nor professionals, because he 

thought he had no need of them. Families lived with the knowledge that 

these blind spots make the disabled more vulnerable to failure, which 

increases their need to recast reality and in turn reinforces the blind 

spots. 

Optimism 

One of the most difficult aspects of the head injury experience 

for me to understand was how informants could be optimistic in the face 

of what I thought to be a tragic situation. The head injured and their 

families both used optimism to recast some of the negative aspects of 

their lives. 

Being head injured I do feel different from the norm. From 
being so severely injured I appreciate so much more --the 
dumbest stuff. I love it - being able to take a clear breath. 

Some described this optimism in terms of a religious message, for 

example, that God saved them for a special purpose. Others saw that 

their suffering had been for a "greater" good. \oJhat exactly this might 

be was not obvious to most, but they waited for some indication. Others 

saw it as a vague spiritual experience. Karen saw the accident as a 

second chance to begin life; she firmly believed that this was a better 

way, although she was confined to a wheelchair and socially isolated. 

My accident has already worked for my good. Not only in the way 
that God is disciplining me--there is more blessing on the way. 

Everything I did seemed to have a purpose - I even look back on 
the accident and call it a blessing because I can see how much 
I can do now. It goes along with breaking the bonds of the 
physical world. 



Other disabled people saw the positive aspect of their injury 

as a means of helping others. 3 , At least half of the informants 
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expressed a desire to help others with similar problems. Counselling, 

medicine, or nursing education were common long-term plans of the 

informants. This strategy was most often apparent when a person had 

reached a new plateau of recovery--being discharged from a 

rehabilitation program for example or first walking unaided. Because 

"they had made it," they wanted to pass on their knowledge to others 

who had not. In one sense such optimism can be negative. By seeing 

the self as a caregiver, they separate themselves from needing care 

and often reinforce blind spots. From another perspective this help 

persona can be positive. During the research period, Hike transformed 

from a disabled individual who needed care to one who gave advice and 

visited others to help. Although he had made some gains, he was still 

too disabled to hold down a job or mix in the community at large. In 

this case, recasting of the experience provided a role and enhancing 

the sense of self worth. 

Redefinition 

Another recasting strategy common to both the disabled and 

their families is that of redefining the commonly accepted meaning of 

an idea in light of their disability experience. This process alters 

what is "normally" meant by the word or concept. That is, the socially 

3 This assumption that the disabled can give professional aid 
is different from the assumption that because they have lived it they 
can understand the experience. 
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accepted meaning of the word is altered yet the values associated with 

it are retained. Thus a family obtains the reassurance from the fact 

that, for example, their child lives independently in a situation where 

most others would consider dependent. And by altering the meaning of a 

concept or word, the head injured can appear more "normal" than they 

really are. 

The best example of this is redefining the meaning of 

"independent." Paul's mother claimed she wanted independence for her 

son. vfuen asked what this meant she described the perfect independent 

situation as an apartment near her home (noting a number of districts 

where he would not be safe), that she could visit every other day and 

put food in the freezer. Another example is Julie's father's 

redefinition of the meaning of ability to "drive a car." He thought 

that Julie's ability to drive on nearly empty country roads was 

independence. But as his wife argued, driving a car means the ability 

to drive in all situations, not to have someone else take over in 

traffic. 

She does not have a whole lot of memory problems--it is just 
she has to be constantly reinforced. 

He can work any of that complicated equipment--he can do 
anything--then he has a few bad days in a row and can not work. 
And he goes back to work and can't remember anything he was 
doing. 

The common meaning of various deficits were also redefined. 

Both the head injured and family were able to reduce the effect of the 

deficits by redefining what they meant. For example, in explaining 

vocational failures three informants told me that, yes, they could do 

that job, it was just that they could not do it fast enough. Slowness, 
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then, was not seen as a barrier to employment. In their minds, the lack 

of a job did not reflect on their capabilities. 

I appreciate everything. I also think a head injured person's 
brain functions at a slower pace, therefore I am more tuned 
into what is going on - whereas the rest of the world is so 
quick and they are trying so hard and so fast to be perfect, 
they miss it. 

Julie's slow cognitive processing was redefined as a philosophical 

outlook that became an asset rather than a liability. Although she 

could not work, this deficit became an avenue for her to see the world 

in what she considered a privileged way. 

Although recasting can provide both a sense of self and person, 

it is not foolproof. Mike phoned me one day after returning from a 

vacation saying that everything was falling apart, his parents had 

control of him, and he was a failure. Prior to this he had used all 

three of these recasting strategies to see his life in a positive 

fashion. \f.hen he returned from a successful vacation, in the normal 

world, to a life where he depended on his parents, he recognized his 

life for what it was--where he was going and what he had become. His 

recasting strategies all at once became apparent to him and at the same 

time became useless. 

The relationship between the lack of a private sense of self 

and of the public sense of person has been described above. Society 

reacts to the head injured as if they no longer belong. They are 

without the social structure, however, society has developed no 

alternative structures (such as a sheltered therapeutic community) for 

the head injured to move into. In the next section I will discuss 

another manifestation of society's discomfort with this liminal group, 



the lack of an appropriate label for the head injured with which to 

guide expectations and interactions. 

Social Labelling 
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Cultural stereotypes and labels for deviants are common in 

Western society--for the drurucard or the chronically mentally ill, for 

example. The literature of social labelling assumes that a generally 

shared and consistent label for an illness exists within a culture. I 

will argue that for the head injured there is no such stereotype and 

that this contributes to the their lack of identity. In order to better 

understand the concept of social labelling I will first briefly review 

its theoretical base. I will then describe the unique aspects of head 

injury in terms of social labelling and present an argument for the 

production of an appropriate label. 

Theoretical Base 

Historically, labelling theory is an extension of social 

deviance study particularly of mental illness. Major contributors to 

the development of the theory include Lemert (1951) and Goffman (1961) 

in sociology and Laing and Esterton (1964) and Szasz (1961) in 

psychiatry. These theorists have taken a socio-cultural rather than 

biomedical or psychodynamic approach to the subject. A more recent 

articulation of the theory comes from anthropologist Nancy Waxler 

(1981). 

From the sociological perspective, illness is related to 

deviance, conformity, and social control. Becker (1963) defines 

deviance as the infraction of special rules imposed by social groups. 
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Thus the social group creates deviance. Deviance is the response to 

the act not the act itself. In Durkhiemian terms, it is a social fact. 

Becker distinguishes between rule breaking (a type of act, the 

violation of social norms) and deviant acts, which have been publicly 

and officially labelled as norm violations. The head injured break 

rules by being dependent adults, by lacking motivation and judgement, 

and by being socially isolated. 

In terms of social labelling, the deviant is the one to whom 

the label is successfully applied. Deviance is a violation of a social 

norm that is labelled negatively by social sanctions, which include 

removal from society and social isolation. ~fuether an act is deviant 

depends on how other people react to the act. It is the perception and 

designation of a label that is critical. Deviance can range from 

extremely anti-social behaviour such as that seen in criminals to a 

simple difference that does not easily fit into a societal expectation, 

such as physical unattractiveness. Societal reactions mould normal 

variations of a behaviour, as when a person who wheels rather than 

walks become a cripple. 

The basis of labelling theory is that illness is a social 

fact. That is, whether one is labelled ill and remains so is a social 

not a biological phenomenon. The illness label is determined more by 

social position and societal norms than an objective biological 

criteria. Symptoms are neither moral or abnormal; they derive 

significance only in relation to the situation in which they occur. 

The label is applied in the course of social negotiation 

between the patient or disabled person, the professionals, and the 
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family. Therefore, it is not simply the label that requires 

consideration but those people who assign it. Implied in social 

labelling theory is differential power relationships among those 

negotiating the label--the relative power of the labellers as compared 

to the labelled. In the case of labelling a person disabled or ill, 

much of the power is in the hands of the biomedical profession 

(Friedson, 1970). In defining who is disabled, they also define how 

people must act to be labelled. 4 

Once the label has been successfully applied it may produce a 

self fulfilling prophesy. That is, once the disabled are labeled and 

associated expectations have been placed on a person, they accept this 

and integrate it into their self image. Their behaviour then reflects 

the characteristics associated with the label. A positive feedback 

relationship then comes into play related to the label. The literature 

focuses on the behaviors of the patient, but as Waxler (1981) points 

out, labelling has an effect on the families of the disabled. Behaviour 

and self definition are directly influenced by the label others place 

upon an individual. Eventually the person accepts all the surplus 

meanings and expectations of the label. Waxler describes this as 

learning to be ill. In a sense this process of taking on a label can 

be seen as a illness career. Rather than viewing disability or illness 

as an all or none phenomenon, it can be viewed as processual. That is, 

4 This has relevance to the designation of extent or percentage 
of disability in legal and insurance cases. The biomedical profession, 
particularly physicians, assess whether the individual is disabled. 
They must bestow the proper label in order for the person to receive a 
disability pension or a lump sum monetary settlement. 



the individual gradually learns about the appropriate behaviors and 

expectations related to that illness over a period of time. 

Waxler identifies a number of contingencies which affect the 

labelling process. The first is the cultural and social norms of the 

community. In the West, for example, 

labelled ill, while in other cultures 

a person not working may be 

unemployment may be a form of 

191 

deviance but not illness. A second factor is the cultural availability 

of treatment systems. Waxler points out that the incidence of 

diagnosing certain illnesses increases as the number of hospital beds 

available for that illness increase. This is a critical factor in the 

lack of a label in head injury. 

The characteristics of the individual, particularly socio

economic status and social position, have also been noted to affect 

labelling behaviour. One such characteristic is the power of the 

person, where power is the social distance between him or her and the 

agents of social control. That is, the more powerful one is, the less 

likely one is to be labelled negatively. An example is the reluctance 

of the press to identify James Brady, President Regean's press 

secretary as head injured. His return to work, albeit figuratively 

only, rather than his cognitive and physical limitations have been 

emphasized despite the fact that his family have been active in the 

NHIF. Scheff (1966) also notes a number of contingencies that influence 

labelling behaviour. He suggests that both the nature of the symptoms, 

(the degree to which they break social rules) and the tolerance of the 

community in which they occur are significant. The availability in the 

culture of alternative non-deviant roles is also a factor. 
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It is important to recognize that labels vary according to 

cultural context. Labelling theorists maintain that although the 

process is common in many cultures, the behaviors labelled and when 

they are labelled vary. This is evident in cross cultural studies of 

schizophrenia. Waxler notes that this relativism may also result from 

organizational practices such as legal definitions of disability and 

from diagnosis patterns in hospitals. 

As mentioned, much of the pioneering work on labelling theory 

has focused on mental illness and mental retardatioil, although Waxler's 

work on leprosy is notable. (See for example Laing & Esterton (1964), 

Scheff (1966), Langness & Levine, 1986). These studies tend to focus 

on diagnosis of the illness rather than retention of the label. They 

also emphasize a direct cause and effect relationship between of 

societal reaction to abnormality and the act of labelling. Scheff 

(1966) refers to such studies as "pure" cases of labelling. The case 
5 

of head injury is a more moderate application. As Alonzo (1984) 

suggests, labelling is a combination of physical reality and social 

evaluation and response. The conflict with social labelling occurs 

when physical reality is obscured and others cannot evaluate the head 

injured appropriately. 

The Head Injured 

Much of the existing literature focuses on the diagnosis or the 

5 An important exception to this is one who suffers minimal 
brain damage, for whom diagnosis is the critical step in recovery. such 
a person may go for months without a medical label. Labelling becomes 
an issue in head injury once the physical reality is obscured, when 
the disabled are in the community and have lost their biomedical label. 
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initial labeling of an illness episode. In head injury, societal 

reaction to the disabled is dynamic, influenced by the stage of 

recovery. There is no issue in the acute stage of head injury, symptoms 

are obviously biological and medically labelled. Problems arise when 

the disabled are discharged to the community, when symptoms become 

troubles. Many of these troubles, such as lack of motivation and 

emotional lability, do not appear related to original injury. The 

medical label initially legitimates the troubles, yet the same troubles 

seen in the context of the community are often considered illegitimate 

and deviant. 

American society. I maintain, does not have a consistent label 

for head injury. In stating this I am not suggesting that the head 

injured are not labelled. Vague stereotypes for the crippled or the 

mentally deficient have been applied to the head injured. Moreover, 

they are also frequently mislabelled. Informants reported they had been 

mistaken for paraplegics, drunks, and the mentally ill and retarded. 

Although there is no public label for head injury, most 

professionals hold a stereotype based on biomedical literature. Those 

that work in neurological rehabilitation have a clearly defined one. 

Primary caretakers may also hold a stereotype usually based on 

information from professionals and from extensive time spent around 

treatment facilities. This stereotype was obvious in a number of family 

members who claimed "they could pick one head injured out at 100 

paces, they had that look." 

Most importantly, inconsistency in labelling is common within 



the family. As was mentioned, there is a definite gender-related 

discrepancy in viewing the head injured. 

His father is disgusted with him, he calls him lazy. His 
expectations are too high. I think differently. I know he is 
straining mentally to keep up. Many marriages have split up 
over just this issue. 

In analysis of the interactive ethnographic data, the power 

relationships in labelling were evident. The mother quoted above 

attempted to retain the label of disabled; the father's overwhelming 

power in the family created the image of his son as lazy rather than 

disabled. 
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There are a number of reasons why the labelling of head injury 

is inconsistent. The diversity of outcome, which produces a confused 

picture, is a major reason. The disabled range from the apparently 

normal to those confined to wheelchairs with no means of 

communication. The wife of one head injured person knew of two people 

with head injuries but did not connect their problems with her 

husband's until years after the injury. 

In addition, the protracted nature of recovery means that an 

individual exhibits a variety of problems that may be transitory. In 

the early stages of recovery, for example, communication problems 

often dominate; but within a year behaviour and memory deficits are 

more troublesome. This type of recovery pattern may create an 

impression of two completely separate illness episodes. 

Another important factor in labelling is concealment strategy. 

Gail and I spent an afternoon shopping, during which time there was no 

outward sign of disability. However, she insisted on ending the day 
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with dinner although obviously fatigued. The stress of performing for 

the day plus the noise level in the restaurant and decision-making 

about the meal brought out her deficits. She became irritable, had 

difficulty communicating, and was slightly paranoid, insisting we leave 

the restaurant within 20 minutes. As discussed previously, concealment 

may decrease the visibility of deficits but suggest another label in 

its place, such as mental illness. 

Families may indirectly attempt to minimize the label by 

neutralizing and normalizing the deviant behaviour. Lisa's mother 

was very adept at changing the context of our conversation to make 

daugther's irrelevant comments appear to fit. This redefinition of the 

meaning of the experience also influences the labelling process. 

The resistance of problems to biomedical treatment and the 

lack of treatment facilities markedly decrease the labelling of the 

head injured. Problems such as "lack of motivation" that are not 

easily treated within the medical sector are no longer considered 

illness. The head injured person is considered lazy rather than 

disabled. The scarcity of treatment facilities for the head injured 

reflects this. It is more difficult to label someone as disabled if no 

services exist to treat them. Troubles are more likely labelled as 

psychological (as in the case of lability) or vocational (because they 

have no job) if there are no services with which to address these 

problems. 

Supporting the inconsistency of labelling is data gathered 

about the general public's explanatory models for head injury. I asked 

all informants what they had thought about head injury before their 
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experience with it and what they thought the public's ideas were about 

head injury. Ron's remark was typical: IIThey think of laceration - or a 

skull fracture which heals like a broken leg fracture does." Even 

professionals seemed unclear as to the effects of a head injury. 

Julie's vocational counsellor suggested that Julie was exaggerating her 

problems. The counsellor recounted how she herself had been knocked 

out for 12 hours and did not have these problems' assuming that her 

concussion was representative of the experience of all head injured. 

It is interesting that the NHIF chose labels that minimize the effects 

of injury by using head rather than brain injured. This suggests that 

even those who are attempting to educate the public have difficulties 

assigning an appropriate label. 

Informants reported that others expected that they would 

6 recover, that they would awaken from a coma and IIbe themselves. 1I 

Getting better implies that they would be able to resume previous 

social roles, including worker and familial roles, and contribute much 

the same as they did prior to their accident. Informants also noted 

that if the injury was obviously severe (as in the case of one 

wheelchair bound person with no speech), society wanted them removed 

from view, to be institutionalized. 

Labelling as a Solution 

The preceding discussion implies that the lack of a consistent 

label may be detrimental to the head injured. Labelling theorists 

6 This process of de-labelling, deciding when the person no 
longer deserves a label, is also negotiated between interested parties 
in many types of illness. In head injury this rarely occurs. 
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contend that labelling is negative because it produces behaviour in an 

individual that may not otherwise be present or reinforces negative 

behaviors. Once an individual is labelled he or she learns to fit the 

stereotype. Another risk is that people may be mislabelled and the 

label will stick, as seen in Rosenhan's (1973) confederate study.7 In 

addition, labelling encourages people to treat those with the same 

labels as a homogeneous group, rather than individuals. All individuals 

labelled as mentally ill share common behaviors and characteristics. In 

a sense these labels become reified. 

However, labels may be seen as a type of social learning or 

socialization. They provide models for behaviour and help organize 

action. From this perspective they are guidelines rather than rules. 

In the case of head injury an appropriate and consistently applied 

label could be of benefit. Receiving an appropriate label could be an 

integral part of the process of socialization to disability. Rather 

than alienating the individual, the label could in fact increase their 

adaptability. That is, a label would provide cues for realistic 

expectations for the head injury and minimize contradictory 

responses. 

According to Mead's symbolic interactionist model (Timasheff & 

Theodorson, 1976), people make roles rather than passively take them. 

The injured person who lacks insight may select inappropriate cues 

7 In this study several researchers presented themselves at 
psychiatric facilities with a set of symptoms suggesting that they were 
mentally disturbed. After the initial interview and admission to 
hospital they dropped all facades and acted normally. However, the 
diagnostic labels stuck and researchers had difficulty convincing the 
professionals that they were in fact sane. 
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that reinforce his or her erroneous ideas, rather than information 

based on a realistic idea of head injury. Mead's work implies that 

roles are dependent on context; if the environment provides more 

appropriate cues and feedback based on an accurate label, the 

individual may modify their behaviour accordingly. The need for a label 

was implied by every family member interviewed. They identified a 

critical need for educating the public about what to expect of the 

head injury. This is also evident in the recent appearance of public 

service announcements about the nature of head injury sponsored by the 

National Head Injury Foundation. 

Sick Role 

Not only is there no label for the disability of head injury; 

paradoxically, the classical ideas of sickness that form the basis of 

many people's ideas about disability do not fit head injury either. 

Talcott Parson's (1972) model of the sick role constitutes a means of 

understanding illness in relation to the management of deviance. This 

model will be presented here as framework by which to contrast 

sickness and disability, and as a ~lay of elaborating the meaning of 

the head injury experience. The experience of head injury will be 

discussed in accord with the four basic tenets comprising the model. 

Limitations of the model will be highlighted and the case of head 

trauma presented in relation to the clinical anthropologist Linda 

Alexander's work (1982) on the new American sick role. 

Theoretical Base 

Parson's interest in sickness as a type of deviance from a 
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set of norms defining health or normalcy was centered upon a functional 

analysis of illness as a vehicle for the reaffirmation of social 

values. Following Durkheim, Parson's viewed roles as a social fact 

that functioned to keep society stable. The sick role, then, is a 

special status or position which legitimizes the deviance of sickness 

and acts as a sort of social control. Without this control (exerted by 

the medical profession), sickness could threaten social stability by 

the individual opting out of role obligations valuable to the 

continuation of society (workers and family members roles). It 

exemplifies how society deals with something that threatens it. Thus, 

the sick role serves to redefine and control. 

Parson (1972) identifies two rights and two obligations of the 

sick role. The first right involves excusing the sick from the 

responsibility and blame for the condition. The second is exemption 

from role responsibility. The two obligations based on these rights 

are that the patient must want to get well and has an obligation to 

seek and co-operate with competent professional help. Stability and 

control are insured if the sick individual conforms to these recognized 

rights and obligations. Friedson (1970) notes that this entails a 

channelling of deviance--insulating sick people from others in the 

social group and binding them to professional caregivers. 

The most obvious criticism of the sick role model is that it 

applies to only a limited range of illness, mainly those that are 

temporary and acute. Not considered are trivial illnesses such as 

menstrual cramps or colds, or anticipated changes in wellbeing 

such as pregnancy and illness among the well elderly. Importantly, 
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chronic illnesses, including disability, where the individual will not 

completely recover and may in fact die, do not fit this model. 

Alexander (1982), one of Parson's most adamant critics, bases her 

challenge on the fact there has been a cultural change in the way 

illness is experienced and constructed. She argues for a new American 

sick role which focuses on chronic illness and disability rather than 

on diseases that are quickly and easily cured. 

The first right absolves the sick individual from 

responsibility and blame for the sickness. Parsons describes sickness 

as a conditional incapacity that is beyond the personal powers of the 

individual to overcome. However, in the case of the head injured the 

individual must indeed take responsibility for his or her condition. 

Chronic illness and disability require ongoing, often lifelong, self 

management by the individual. Moreover, compliance with and full 

participation in therapeutic programs are critical to recovery and 

maintenance of function. The disabled must take an active role rather 

than giving up responsibility. Passivity is central to Parson's idea 

of sick role. The sick role is bestowed by the medical professions 

rather than actively chosen. An important implication of this tenet is 

that by foregoing responsibility, expectations for the disabled are 

lowered and dependency is increased. From another perspective, long 

term and legal responsibility for the head injury often falls to the 

individual and his or her family. 

Parson's also states that the individual is absolved from 

blame. As discussed in the section on the social production of 

disability, frequently the individual can be blamed for their 
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disability, as in the case of drunk driving and some sports accidents. 

In this study at least half of the informants' accidents could be 

attributed directly to their negligence: 

The stupid accident was his own fault, but we will always feed 
him and cloth him and he will have a place with us. But we can 
not-let it ruin our daughters' lives and their families too. 

In many cases the disabled are not absolved of blame and their 

negligence makes it more difficult for family members to deal with 

their new responsibility. 

The unconditional right to be exempt from role responsibilities 

is the second tenet of the Parsonian model. In practice, however, 

there is great variation as to which role responsibilities are exempted 

and to what degree they are unfulfilled. In head injury, role 

exemption is influenced by a number of factors, including the 

seriousness of the illness and the availability of others to carry out 

roles. Head injury rarely disrupts the individual's entire role set. 

Although the worker role is often permanently affected, the head 

injured may fulfill leisure and familial roles, or take on active 

position in peer support group. 11oreover, from the rehabilitation 

perspective, exemption from roles encourages dependence. The major 

objective of rehabilitation efforts is to return the disabled to their 

former roles or at least a modified version of these roles. Even in the 

acute stages of the injury, health professionals are assessing the 

patient's life role and developing treatment plans in relation to this 

objective. Rather than exempting the individual from role 

responsibility, professionals use role performance as a therapeutic 

medium and as a criterion for evaluation of progress. 
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The first obligation in the model, to want to recover, ensures 

that people do not remain ill to avoid other responsibilities, as in 

the case of malingering. It is viewed as sick or crazy not to want to 

recover. Some degree of self motivation is assumed. One of the most 

common functional problems in head trauma is the loss of motivation. 

This may arise from pathological changes, for example in the limbic 

centre or from the inertia related to reactive depression. There is a 

pathological lack of desire to exert effort to take on the 

responsibilities of a well person. 

Complicating the lack of motivation is the tendency for the 

head injured to deny their deficits. They see no reason to seek 

treatment for non-existent problems. Julie spent a great deal of time 

convincing me that she was more of a staff person than a patient in the 

work program she was attending. 

I feel like they are using me as a sit-in therapist because I 
can see things. If they are going to use me like that they 
should pay me. 

In fact, Julie was unable to live independently and had been described 

as having one of the worst memory deficits that the staff had ever 

encountered. 

Another factor influencing the obligation to recover is that 

the service system has a number of economic disincentives to recovery. 

As will later be discussed in detail, it is extremely risky to give up 

income maintenance and pursue gainful employment. In addition, because 

of ongoing medically related problems, remaining on SSI ensures that 

at least minimal health care will be provided through medicaid. 

Seeking private health insurance would be expensive if attainable at 
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all. And the treatment alternatives are scarce, making self-motivation 

problematic. 

A very important implication of the sick role model is that, 

for some head injured, fulfillment of this obligation is detrimental to 

their well being. Because 

the injured to "get well" is 

many deficits are permanent, encouraging 

unrealistic and often builds on their 

lack of self-awareness. One of the treatment goals should be to assist 

the head injured in accepting the reality of their deficits and 

compensating for lost abilities. 

The fourth criterion for adoption of the sick role is the duty 

to seek help from and co-operate with professionals. As Friedson (1970) 

notes, the theory implies that this help comes from the Western 

biomedical system. This bias excludes alternative forms of care (folk 

or popular sectors) and self care, which constitute a significant 

percentage of help-seeking behaviour (Levin & Idler, 1983). This 

ethnography revealed that help is most frequently sought through the 

lay referral service (which Friedson describes as lay medical people 

who have had prior contact or experience with the illness). All 

informants reported using non-medical sources of assistance. 

Remarkably, all were involved in home treatment programs with no 

professional supervision. In addition, the Parsonian model assumes 

that human services are the only treatment alternative. In head 

injury, environmental modification is an effective resource for dealing 

with such problems as diplopia, distractibility, and fatigue. 

A small number of informants, however, viewed the biomedical 

sector, particularly physicians, as the only legitimate form of 
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treatment. One mother told me that it was seepages in the brain that 

were causing her daughter's behaviour problems 12 years after the 

injury. She was certain that if only her daughter could be convinced 

to see a surgeon she would be well. 

Parsons assumes that caregivers want to be bound to the sick, 

in head injury, however, most care givers shun the long term 

responsibility of this group. This avoidance is created by what 

Alexander (1982) terms a dissonance between the curative premise and 

the realities of chronic disability. The inability to cure the disabled 

\-li th a "technological fix" and the permanence of some deficits make 

head injury unattractive to the heath professional, particulary once 

the patient recovers from the acute stage. And as Alexander points 

out, the socialization of health professionals identifies rewards with 

curing, which makes working with groups such as the head injured 

unattractive to most. 

The Parsonian model assumes that sickness and the need to seek 

competent help is time-limited. In head injury, help-seeking is a 

circular process, often ongoing throughout the person's life. In a 

sense it is management rather than treatoent. The model, moreover, 

assumes that biomedical help is available. Although technological 

advances have been made in saving the head injured, there are few 

services that are effectively able to address the residual problems. 

Existing programs are expensive and available only to the wealthy or 

those with large insurance settlements. 

In summary, the four criteria presented above imply dependence 

on others, giving up of roles and life tasks, and reliance on the 
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medical sector. The legitimacy associated with holding the sick role is 

conditional on getting well, but the head injury rarely make a 

complete recovery. The criticisms that follow are more general in 

nature; however, they support the limited application of the model to 

head injury. 

Segal (1976) comments that the sick role theory is not based on 

observation of behaviour but on theoretical constructs. That is, it is 

more of an ideal model than an empirical one. In fact, Parson's model 

came out of a concern with the modernization of societies and the 

social control of deviance, sickness being an illustration of his 

arguments. As many of the criticism suggest, it has limited clinical 

relevance. 

The model is also limited by the assumption that the sickness 

experience is homogeneous. Parsons does not consider inter-cultural 

variability in response to illness nor individual differences within a 

culture. Following Lipowski's (1970) work on styles of illness 

behaviour, one can see that there are individual as well as cultural 

responses to illness. Lipowski notes that illness behaviour varies 

even among those labelled with a similar diagnosis. Similarly Zorbowski 

(1966) addresses the idea of pain and cultural styles in its 

manifestation and ways people cope with it. vfuile Parsons' suggests a 

single sickness role, Alexander (1982) argues for a number of American 

sick roles.
8 

8 Cultural variability in the disability experience was not 
addressed in this study. Although I actively tried to recruit a 
representative sample, the cultural base of the sample was Caucasian. 
As noted previously, it is interesting that I was unable to attract any 
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A related issue is that the model assumes consistency of 

behaviour of the sick individual. Reflecting the general criticism of 

the functionalist school, the model does not deal with conflict or 

apparent inconsistency or irrationality in sickness behaviour--for 

example, the practice of doctor-shopping or inconsistency in dealing 

with symptoms of the same illness episode. 

Alexander (1982) argues against the basic tenet of the model, 

which assumes illness is deviance. She notes that sickness is the norm 

and expected at some points during life. This suggests that the 

disabled may also be de-labelled as deviant. From the Parsonian 

perspective, disability is deviance from the socially accepted healthy 

status, even though disability for the head injured is a new state of 

normalcy. Considering Alexander's position, disability necessitates a 

redefinition of what it means to be well, that is, defining modified 

capacities as the norm. 

It is paradoxical that this devastating disability neither has 

a label nor fits the way that most of us view sickness. The paradox 

of head injury is also evident in the notion of double bind as 

presented by Alexander. 

Double Bind 

The head injured are often in no-win situations, caught between 

two opposing but equally strong forces. An example of such a 

Hispanic head injured in a city which is largely Hispanic. I believe 
this to be an important area for further research. 
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paradoxical situation discussed in the ethnographic data is the use of 

strategies to conceal cognitive deficits that in fact bring attention 

to the disability. 

This paradox is conceptualized by Alexander (1976, 1981) who 

modifies the model originally present~d by Gregory Bateson (1972). 

Alexander's work is an exemplary application of the double bind model 

to chronic illness and was valuable in the interpretation of my 

ethnographic data. Using hemodialysis patients as an illustration, she 

notes the inherent complementarity in the patient-care giver 

relationship, a relationship that is often intense and permanent. She 

views the hospital as a social system which has ownership and control 

over resources needed by patients. She identifies three major 

directives which are relevant to many types of disability: be normal, 

be independent, and be grateful. These are negated by the circumstances 

of the illness that necessitate dependence on professionals, 

abnormality of lifestyle and a negative attitude toward service 

providers. Although Alexander observes the potential for double binds 

between staff and administration and hospital and community, she 

focuses on pathological communication between staff and patients. 

Implied in her work is the double bind underlying chronic illness; 

caregivers are trained to cure, yet able to provide palliative care 

only. 

Alexander builds on the original formulation of double bind as 

proposed by Bateson as an explanation for a type of behaviour he then 

termed "schizophrenia." His model, which was based on communication 

analysis of child parent interactions, has been applied to a number of 
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juvenile delinquency, and chronic illness. 
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Alexander's ideas about double bind and paradoxical 

communication are based on the primary assumption that only two 

possible types of relationships exist. One is a symmetric relationship, 

in which people are exchanging the same kinds of behaviour, the common 

example being boxing. The other second type of relationship is 

complementarity, in which the relating parties express or exchange 

different kinds of behaviour. Importantly, the predominance of one 

kind of relationship precludes the existence of another. It is the 

relationship of complementary that creates the double bind. Such 

relationships are often hierarchical in nature--as in the case of 

teaching and learning, where dominance/submission is involved. Applied 

to health care, giving/receiving, healer/hurt, and comforter/ 

complainer are characteristic of the relationship between care giver 

and receiver. 

Alexander identifies three types of communication that may 

occur simultaneously. The first is verbal, the second non-verbal or 

kinesthetic (posture, gesture, tone of voice, meaningful action), and 

the third situational or contextual. She notes that these three aspects 

of communication may not be congruent; a double bind occurs when 

information on one level negates what is being asserted on another. 

The following six criteria are proposed by Alexander as 

necessary for an authentic double bind to occur. The first is two 

people in an ongoing complementary relationship. The second criterion 

is that one of th people issues an assertion that directs the behaviour 
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of the other. Often on the verbal level~ it implies compliance and may 

carry threat of punishment. This is known as a primary injunction The 

third criterion is that the simultaneous issue of a secondary 

injunction qualifies or negates the first. This often occurs on another 

more abstract level of communication, but also implies compliance. The 

fourth criterion is that the recipient of these messages is affected 

by a tertiary injunction, preventing escape from the situation or 

commenting on it. That is, no matter what they do they can not win. 

Related is the importance of the relationship to the recipient, as in 

the cases of parent-child or physician-patient. The fifth criterion is 

that the paradoxical communication be repeated and learned, and 

eventually become anticipated. Individuals habitually learn to respond 

to one level of communication as if it were simultaneously negated. 

Finally, the recipient begins to perceive the world as a paradox. 

Anticipating the paradox when anyone of the criteria appear may 

precipitate a reaction such as rage or panic that is unrelated to the 

immediate situation. 

The Head Injured 

The head injured receive directives from a number of sources: 

health care practitioners, caregivers, extended family and the 

community, service agencies, support groups, and the realities of the 

disability itself. Whereas Alexander emphasizes the bind between 

professional providers and the patient, a major source of paradoxical 

communication for the head injured is family members who act as primary 

caretakers. The data below illustrates the conflict between verbal and 
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situational communication. Following Alexander, I will describe the 

bind in terms of the six criteria outlined above. Basic to this double 

bind is the disabled's perman~nt, intense relationship with caregivers. 

1. Complementarity The exchange between family and disabled is 

characterized by health/disability, giving/taking, powerful/powerless. 

It is unequal because of the dependency of the head injured for 

physical, financial and social support. This is particularly true in 

the early stages of community living, where the family may have to feed 

and bath the disabled and take total responsibility for decision-

making. Even decades after the injury, families may be financially 

responsible. They often totally support the disabled or are the signees 

for disability insurance checks. 

2. Primary Injunctions The head injured receive messages to be 

independent and responsible--for example, to be employed, learn to 

drive a car again, or pay the bills. Another primary injunction is to 

be motivated to get well, which may involve compliance to 

rehabilitation regimes and control of anti-social behaviors. 

3. Secondary Injunctions Negating the "be independent" directive is 

the situational message that the disabled are adult children reliant 

on caregivers for transportation, socialization, and finances. Thus 

contextual communication conflicts with the primary injunction. 

Independent behaviour is demanded yet precluded. 

If it were not for my contacts she would have been fired in the 
first month, and she knows that. 

I have thought seriously of writing a Bible for him, something 
that he could go to about automotive, health, money--that he 
can go to rather than us. 
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Direct verbal negations may also occur when caretakers appear to be 

overprotective. The directive to be motivated is commonly contradicted 

by pathological changes. Biological effects of the injury or reactive 

depression may prevent the self motivation of the disabled. 

4. Tertiary Injunctions The head injured are unable to escape from 

the field as they have no alternatives for survival. They can not live 

alone because of functional limitations such as memory problems and 

lack of social judgement. Moreover, there are few community 

alternatives even if they had the ability to identify and finance them. 

One can not avoid the paradox of independence and caregiving because 

the injured's wellbeing is at stake. 

5. Recurrent Paradox This requires empirical testing to determine how 

pervasive double bind is; however, many of the informants in my study 

had been living at home for an excess of three years at the time of 

interview, and paradoxical relationships were evident. One assumes 

because of the pattern of rapid recovery up to 18 months post-injury 

that directives for independence appear early. 

6. Learned Perception Again specific follow-up studies are needed to 

determine if inappropriate responses are linked to double bind. Common 

behavioral problems noted among the head injured in this study include 

concrete thinking, angry outbursts, suspiciousness, and loss of trust 

of caregivers. 

A number of other paradoxical situations are possible for the 

head injured. One conflict is based on the primary non-verbal directive 

that "I am disabled" arising from their experiences in the medical 

system and from poor functional performance. This is negated by the 



fact that many head injured people have no visible signs of 

disability. 

One of the weirdest things is that people I meet just talking 
to me would never know anything was wrong. The only way to tell 
is to ask me to repeat something they told me a few minutes ago 
and chances are real good that I wouldn't know it. 
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The above comment was made by Steve, an informant I interviewed on two 

separate occasions. A week after the second interview I met him and he 

had no recollection of ever having seen me before. 

Permanent ongoing involvement with service agencies is often a 

necessity for the head injured. Contacts with Department of Economic 

Security, follow-up by health professionals, and participation in 

support groups mean that the person is unhealthy and in need of aid. 

At the same time, the injunction from the service providers is to 

maximize independence. 9 Thus long term assistance demands and at the 

same time denies a sense of independence. 

The Family 

Families are the primary caregivers of the head injured once 

they leave the hospital system. They too are at risk of paradoxical 

communication. They receive messages from the injured, other family 

members, numerous helping professionals, lawyers, and the community at 

large. Caregivers are particularly vulnerable to binds because so 

little information on head injury exists in the public domain. They 

9 As Alexander notes, the sick label means a person becomes 
enmeshed in certain institutions that sustain rather than discourage 
it. She uses the example of attending Alcoholics Anonymous as a means 
of reinforcing the alcoholic identity of the individual rather than 
diminishing it. The same may be true for the head injured who attend 
peer support meetings. 
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depend on the health care professionals to guide them--a relationship 

mirroring their children's dependency on the family. Importantly, in 

their desperation they may also be vulnerable to messages from popular 

and folk health sectors, such as faith healers and "brain food" 

dispensers, which typically conflict with those of the biomedical 

sector. 

A recurrent situation observed in my ethnography was the 

conflict between public and private performance. A double bind is 

created by the opposition between caretakers' perception of the 

disabled's ability and the perceptions of friends and acquaintances. 

Living on a daily basis \-lith the head injured enables the family to 

see the full extent of the disability, which is not apparent to 

outsiders: 

Friends and relatives said he was doing a con job on his 
parents--that they should kick him out. Now this has become an 
issue and they cannot spend time with their family, just when 
they need them most. 

HOvTever, families see the head injured under the continual pressure 

of attempting and failing to return to the mainstream. The 

frustrations serve to make their disabilities more apparent. 

Another source of paradoxical communication is based on legal 

advice that families often seek regarding long term treatment and 

guardianship. 

We took it up with our legal advisor--we were in no position to 
handle it. He counseled us to sure, to take care of him, but 
legally, not to get tied down. 

This can become a major issue in financing long term rehabilitation. If 

families take full responsibility for care, the costs of treatment can 
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conceivably bankrupt them. In refusing to support the disabled family 

member, the injured become eligible for more state funded services. 

However, the sense of family responsibility felt by parents creates an 

inescapable situation. 

This is a child, I am a mother. I carried him inside me for 
nine months -all of that nurturing. I would do it again even 
knowing what I know now after seven years of hell. 

Families often find themselves in painful situations because of 

paradoxical messages received from the disabled. The head injured look 

to family members for help and guidance, particularly after formal 

rehabilitation has stopped. Aid may range from driving them to a 

volunteer job or helping with homework to providing an allowance for 

10 years or more. At the same time, the disabled give out secondary 

injunctions that parents are domineering and controlling, preventing 

them from getting better: "parents are resisted--we are a disease to 

them." Such double binds may cause families to behave inconsistently, 

with the head injured swinging between providing help and leaving the 

disabled to make own decisions. 

The literature on double bind often depicts the receiver of the 

communication as defenseless, as a victim or child and assumes the 

communicator(s) as dominant. In the case of chronic illness Alexander 

(1976) maintains that all participants are victims. In addition to the 

care receivers, the family, the professionals, and the community are 

all caught in a destructive cycle that is bi-directional. To 

effectively correct paradoxical communication one must conduct a 

systems analysis of the communication network that is sensitive to 

power relations. 
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There are a number of minor points in the double bind model 

that can be conceptually clarified in applying them to the case of 

head injury. In doing so, the experience of head injury is also 

further elaborated. The source and type of paradoxical communication 

and the disabled persons ability to comprehend such communication will 

be addressed below. 

It is advantageous to view communication as originating from 

multiple sources, for instance two parents or a parent and a physician. 

This is discussed in a paper by Ferreira (1960) on double bind and 

delinquent behaviour. Ferreira proposes that rather than the 

conflicting types of communication arising from a single source, the 

bind may originate from two sources such as a mother and father. Thus 

the recipient is caught in bipolar messages from two equally important 

sources of communication: 

He went through the whole route: first he got psychological 
evaluation that described him as disabled from the injury. They 
said he should have no trouble getting disability pension. 
Then he went to a psychiatrist who said it was all emotional; 
he was doing a con job. And it went on like that, for five 
years now. 

An aggregate of people, such as medical professionals or the community 

as a whole, is a powerful source of paradoxical communication. The 

issue of professional and public attitudes and ignorance about the head 

injured is a potent source of paradox. 

A major proposition underlying the model of double bind is 

that the complementary relationships must be important to the 

individual suffering the double bind. The above examples of parentally 

created binds fit well. However, many of the double binds experienced 
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by the head injured are created by pressures from community norms and 

expectations. One sees them as critical in terms of "what others 

think of me." This is particulary true of the younger head injured, 

for whom peer pressure is a powerful source of communication. The head 

injured try to perform in a normal manner; their awareness of the need 

to follow these norms and expectations is evident in the use of 

concealment strategies, yet they are biologically prevented from doing 

so. 

Although Alexander highlights the paradox between verbal and 

non-verbal types of communication, situational or contextual messages 

are important when applying double bind to the disabled. One of the 

greatest sources of double bind for the head injured is the contextual 

injunction that they are adult children, dependent on their parents for 

financial, social, and emotional support. Another very potent 

injunction is the person's poor performance, in contrast to their 

"normal" appearance. Such messages are implicit in their lifestyles, 

but may not be at a conscious level because of biological barriers to 

awareness. 

An additional aspect of head injury that is unlike the chronic 

problems discussed in the double bind literature is that the disabled, 

particularly in the early stage of recovery, may not be aware of the 

bind. The biological realities of the injury leave them unable to 

interpret the abstract phenomenon or to respond to subtle cues. They 

may perceive direct verbal communication in a very concrete fashion. 

(To use socio-linguistic terminology, they may comprehend the 

referentiality of discourse but miss the indexical cues which have to 
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do with a negotiation of social relations such as social distance.) 

They may also miss the intent of the non-verbal communication--for 

example the researcher looking at her watch to indicate the time is 

nearly over. The head injured frequently respond to communication in a 

wholly concrete fashion. When I asked had recently changed, Gail 

replied, after due consideration, "my underwear." Even if they do 

perceive the paradoxical communication, because they lack of abstract 

thought or the ability to integrate multiple stimuli due to 

pathological changes, the head injured have little chance of 

accommodating the conflicting messages. 

This raises the issue of how the head injured respond to 

double bind situations. The responses identified by Bateson in the 

original model are easily noted in the head injured. Rage may be seen 

in the acting out behaviors and physical combativeness of many of the 

injured. Another common pattern is lack of response, as is seen in the 

inertia characteristic of the head injured. Other responses include 

panic and anxiety which increase functional problems such as memory 

loss. 

In summary, the double bind cannot explain all of the 

complexities of the world of the head injured; it is unlikely any 

single approach can. It does elaborate the meaning of the experience of 

head injury and suggests a theoretical possibility for the wide 

variation in recovery after traumatic head injury. And it defines 

patterns in the structure of communication between the disabled, 

primary caretakers and service providers that may be corrected. 
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Economic Disincentives 

One of the most difficult binds that confront the head injured 

is economic disincentive to return to work. The subject of employment 

and the head injured is not only significant because of its therapeutic 

implications; the financial costs to society of maintaining this group 

are increasingly significant. The next section will explore in detail 

this particular double bind, following Estroff's work (1981) on 

subsistence strategies and disincentive. 

In her ethnographic study of the mentally ill in the community, 

Estroff notes that disincentives to get well are built into the 

system. These same disincentives became obvious in this ethnography as 

part of a double bind that influences the ability of the head injured 

person to return to the worker role. Although chronic mental illness 

and head injury are etiologically different, many of the functional 

problems described by Estroff were apparent in this study. 

In American society work is greatly valued. Employment status 

forms one of the bases of an individuals's social role. Moreover, one 

of the most important aspects of selfhood is the ability to earn a 

living and be productive (Malikin & Rusalem, 1969; Neff, 1977). Without 

employment one becomes a non-person. Employment has also been related 

to physical and mental well-being (Coburn, 1979) in epidimeological 

studies. Its therapeutic merits are numerous. Work can be seen as a 

way of utilizing or structuring time, of learning to interact with 

others, and as an opportunity to increase self esteem. The value of 

work is significant when considering the head injured. In this study 

only one of 21 individuals was competitively employed. 
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Service providers generally define successful rehabilitation as 

resumption of renumerative employment. This results from a belief that 

returning the disabled to work is cost-effective and that employment 

is an objective, easily obtained measure. The emphasis on employment is 

reflected in the existence of the massive state Vocational 

Rehabilitation operation. Employment is also valued by family members. 

Many feel is it the indication of recovery from the injury. For 

others it means respite from dealing with the disabled in the home for 

24 hours a day, month after month. 

One directive received by the head injured from professionals, 

family and society is therefore to work. However, the policies of the 

Department of Economic Security makes it difficult to do so. Almost all 

head injured people require some sort of supplemental income after the 

injury because of the length of rehabilitation--often two years for 

even the mildly injured. The system maintains, however, that if the 

recipient of disability allowance receives any sort of payment for 

employment he or she will immediately lose all income and associated 

10 benefits, such as medical coverage and transportation supplements. 

This means that the disabled must be 100% certain that they will 

succeed with the first job they attempt. If they fail, for whatever 

reason, it takes six months and hours of bureaucracy to have disability 

insurance re-instated. The loss of medical coverage with the loss of 

SSI is a particulary strong disincentive. Many head injured require 

10 Although some policies are more flexible regarding this 
matter, the disabled believe it to be true and this influences their 
behaviour. 
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ongoing medical care as a result of their injury, orthopaedic work for 

example, or shunt maintenance. Unless they are certain of success at a 

job that has adequate health coverage from the onset of employment, 

they take a great risk in seeking employment: 

Right now I could go back to work as soon as I have my shoulder 
fixed; but I will have my social security taken away and my 
medicare, so it would have to be good pay and good benefits. 
They encourage people to stay in the system. But I am not 
going to be the one to stand up and say no it is not righto 

Yet failure with a first job is common, even among the non-

injured. Because of their blind spots, the head injured aspire to 

more demanding jobs than they are capable of fulfilling and usually 

fail. In addition, because of the prolonged absence from the working 

world and their protracted recovery, the head injured require a lengthy 

period to adjust to employment, a situation to which employers may be 

unsympathetic. 

Receiving income maintenance presents a paradox in itself. The 

monthly cheque decreases the incentive to enter community life. It 

provides a comfortable life without the risks and rigors that of 

employment. Yet at the same time it labels and reminds the head 

injured and others that they are disabled. As Estroff points out, 

disabilities function in the same way as other people's abilities. The 

disabled receive a pay cheque because of their incompetence rather than 

their abilities as others do. 

Once he was stuffing envelopes at a volunteer job and stopped 
worked. They asked why and he said because he was not getting 
paid. The staff were thrilled that he was aware and tired of 
the silly job. The administrator was willing to work out some 
sort of payment--they would just take that amount off the 
disability allowance so that it would be saving the government 
money--just more like a job. It would make him feel a hell of 



a lot better to receive a pay cheque after 5 years. But there 
was no way. I think it is all the paperwork they want to avoid. 

She has reached that age, 40. She has been unemployed for four 
years. She can do the work, she is just slow, that is vThy she 
gets fired each time. She gets general assistance allowance 
but if she makes just a little bit of money--just to buy gas, 
that cancels it and she has to start again. 
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Economic disincentive is also apparent in attempts to return to 

some meaningful activity through volunteer jobs. 
The rehab people suggested doing volunteer vTork which I did, 
but I am afraid to report it to them because they might report 
it to social security and they vTil1 think that if I can do 
volunteer work I can do a job. Social security discourages you 
from doing anything volunteer, and to be caught in a muddle 
with DES scares me. 

Rehabilitation professionals tout the therapeutic value of volunteer 

work for the disabled. It is a means of developing skills such as 

concentration and endurance, a source of social opportunities, a method 

of assessing work readiness, and a way of increasing self worth. 

However, the disabled run the risk of losing their lIofficial ll disabled 

status (the designation necessary to receive services) by engaging in 

this therapeutic activity. Thus the rehabilitation systeo and the 

social security system issue conflicting injunctions to the disabled; 

one suggests volunteer work for therapy and the other uses it as 

indication of ability to return to work. The disabled again are 

trapped in a bind that prevents them from trying to resume a worker 

role. 

Not only is this a paradox for the disabled, but it creates 

contradictions in the health delivery system. The head injured and 

their families decry the lack of programs to meet the unique needs of 

the head injured. But, as these treatment programs are beginning to 
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develop, the income maintenance system weakens the head injured 

person's interest and need to participate in the programs that try to 

develop vocational skills. vlliile professionals are working in therapy 

programs to return the head injured to some type of work, the economic 

system is encouraging them to prove how disabled they are in order to 

continue its financial support and avoid work. This push-and-pull 

bind is particularly difficult for the head injured who must deal with 

motivational deficits. 

Although the symbol of success is employment, the head 

injured also receive the message that attempting employment is to risk 

all their financial and medical support. This disincentive creates a 

bind that stops the individual from trying to return to the worker 

role. Supplemental income can be seen as both rewarding and punishing. 

It allows the disabled security while recovery (and permanent security 

for those who are unable to work) and some degree of independence from 

family. Yet it restrains them from returning to work. 



CHAPTER 6 

CONCLUSIONS 

I have used an ethnographic approach to re-examine the 

phenomenon of head injury. This analytic, inductive approach has led me 

to discover the richness and diversity of the lifeworlds of the head 

injured and encouraged me to let the experience of the disabled and 

their families direct my research. I believe the data provides a 

unique view of their experience. 

A negative picture of current services and societal reaction to 

those disabled by head injury has emerged. In this concluding section I 

will go beyond documenting the weaknesses of the health care delivery 

system and suggest alternatives for care. The purpose of this final 

chapter, then, is to review the general issues and define the 

rehabilitation and policy implications of this study. 

General Conclusions 

Despite my belief in lifelong recovery of the head injured, I 

suggest that the emphasis in care must be on modification of the 

environment rather than the individual. vllien I speak of environment, I 

refer to both the physical and social/human environment. To date, 

research on rehabilitation of the head injured has mainly focused on 

the individual, for example on cognitive retraining and teaching social 

and vocational skills. My interpretation of the ethnographic data 

suggests that the human environment (both the family and larger 
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society) has a major impact on how the head injured experience their 

disability. The nature of the physical environment is also critical-

fer example, level of stimulation in a work environment or similarity 

to former work sites. 

The importance of the family in the outcome after head injury, 

which has emerged in this study, suggests that the unit of analysis in 

future outcome studies should be broadened to include the family as 

well as the individual. Not only does the family suffer devastating 

problems as a direct result of the injury, but they represent one of 

the major influences in the long-term outcome of the head injured 

person. A responsive family member provides stability as well as 

social and emotional support unlike that available from peers or from 

any health care service. Based on this fact, efforts need to be 

directed to keep this resource healthy and useful. Health/morbidity 

studies on the burden of health and health care costs need to be 

conducted to underscore the necessity of preserving these valuable 

human resources. 

My second conclusion is that the services in the urban 

community I studied are inadequate in number and are not accessible to 

most of the disabled. Services that are available are short-term and 

do not deal with the ongoing problems experienced by the head injured. 

Nor do they address the family needs. Dealing with the bureaucracy of 

eligibility for these scarce services is also a barrier to the 

cognitively handicapped. 

My third conclusion has to do with the way I studied the 

problem. Although ethnographic research is relatively new in 
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rehabilitation field, I believe that, in this study, it has provided 

many insights into the experience that are useful for the generation of 

more effective treatment strategies, training programs, and service 

delivery planning. This study revealed a number of new perspectives and 

variables that must be considered in treating the head injured, 

including family-directed therapy, gender differences in perceptions, 

concealment strategies, and double bind communication patterns. These 

findings provided a rich data base on which to develop further 

quantitative studies, such as those described in Appendix A. Moreover, 

the data provided an understanding upon which to build more effective 

rehabilitation services. 

My experience suggests that the lofty goals of reintegration 

into the community and obtaining a satisfactory quality of life are 

unlikely to be achieved. The ethnographic data presented describes 

failures, both of the individual and of the system, to alter the 

experience of head injury. Although I did not discover a grand 

solution, I believe some of the implications discussed in this chapter 

can affect the lives of the head injured in significant ways. 

Rehabilitation Implications 

Management and Service Provision 

Not only are services for this disability group inadequate, but 

the few which do exist do not address the needs of the head injured on 

a long-term basis. This section will present a series of health service 

ideas, some designed specifically for the individual but the majority 

intended to modify their environment. Implications will be discussed in 
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terms of new services, rehabilitation principles, reconceptualizing of 

existing knowledge and information dissemination. 

New Services. Provision of meaningful activity is a priority 

in head injury rehabilitation. One of the ways to facilitate 

transition back into the work force is to provide what I call 

"guided" or "supported" work positions--that is, having a volunteer, 

possibly someone recently retired, to work on a one to one basis with 

the returning head injured worker. This type of program would offer 

jobs on a part time basis, and over time build up to the demands of a 

more traditional shared or full time position. This situation would 

build endurance and confidence in the head injured employee and would 

place less stress on the employer and others w·orkers who would 

otherHise have to provide support for the disabled worker. 

A service that would address the social isolation of the 

disabled is to develop a type of citizen advocacy system where 

volunteers, or advocates, would provide companionship and social 

opportunities on a regular basis. Again, the retired population might 

be a source of volunteers for some head injured, while others would 

want volunteers closer to their own age. This could be co-ordinated by 

the volunteer agency and could perhaps be structured as a pre-training 

experience for people wanting to become health care professionals. 

A program to prepare families for family directed therapy is 

another critical need. I envision it increasing the efficiency of FDT 

without transforming FDT into an extension of the professional 

services. For example, early in the recovery period the family could be 
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taught some basic education principles which they could apply in their 

own fashion in FDT. 

Training at all levels needs to be organized around the 

difficulties presented by double bind communication. Both professionals 

and families need to be taught to recognize and better manage double 

binds, particularly in cases where rage or antisocial behavior is 

manifest. This would also be useful in families where differences in 

perception of disability are obvious. By educating people about the 

reasons for binds and trying to identify them, the pressure of double 

binds could be reduced. This type of program, based on family therapy 

principles, would assess the expectations of those people significant 

to the head injured and align them with more realistic boundaries. 

Another way of addressing this is to utilize an "at risk" approach 

which would identify those at risk of destructive binds as part of an 

intake or follow-up interview ",ith families. 

Rehabilitation Principles. A number of principles fundamental 

to rehabilitation theory need to be better applied to the head injured 

population. One such principle is to provide therapeutic opportunities 

that are valid in the experience of the person, that is, based on his 

or her background and goals. For example, training in vocational 

skills should be conducted in a realistic work environment. This would 

promote transfer of skills and a more realistic assessment of 

limitations. Training a person in a quiet classroom to do work that 

will be done on an industrial assembly line is effective as neither 

assessment nor training. 
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The fundamental principle of reality orientation must be 

applied to the head injured with respect to blind spots. One of the 

ways of introducing deficit awareness to the head injured is to 

provide what might be called structured failure experiences. As the 

informants described, their failures at returning to work increased 

their awareness of deficits and their motivation for rehabilitation. 

Structured failure could be applied in a number of spheres including 

employment, sports and recreation, and activities of daily living. 

Often the use of video to record problem behaviors reinforces the 

unsuccessful experience. I also is important to educate families about 

structured failure. The family can be taught to facilitate a reality 

orientation approach, while at the same time focussing on current 

strengths. The tough love perspective described in the ethnography is 

one way of challenging the individual and at the same time reinforcing 

the reality of the disability. 

Another application of reality orientation is placing an 

emphasis on the development of the "new" person rather than trying to 

rebuild the old one. In this ethnography many informants clung to the 

dream of complete recovery. Too few people were aware of the lifelong 

nature and permanence of the disability. The family should be educated 

from the beginning to this fact and to reinforce the development of a 

new identity rather than trying, and failing, to reproduce the old. 

This might also help to limit the development of blind spots. 

A third principle basic to rehabilitation that needs to be 

applied to this disability group is energy conservation. Although it is 

most often used in such chronic degenerative illnesses as rheumatoid 
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arthritis and multiple sclerosis, it is relevant to the head injured 

as well. The head injured require extraordinary amounts of energy to 

do simple tasks and even greater amounts if concealment strategies are 

used. The amount of energy needed to mask deficits may be a major 

component in the "lack of motivation" evident in many head injured 

persons. Teaching energy conservation would maximize their functional 

abilities. In addition, self-monitoring skills to detect the signs of 

fatigue would allow the head injured to withdraw from a situation 

before fatigue exacerbated their deficits. 

A fourth rehabilitation principle that needs to be modified is 

adaptation of the environment. Rehabilitation specialists often help 

the disabled to overcome environmental barriers such as stairs and 

inaccessible work stations but seldom focus on the social environment. 

One of the ways of positively structuring the human environment in a 

job is to train employers and colleagues before the head injured person 

returns to the work site. Specific teducation about the fundamentals of 

head injury would help others in the work place to be more accepting of 

the disabled co-worker and at the same time contribute to the public 

education about head injury. Returning a head injured person to an 

unprepared social environment invites certain failure. 

Reconceptualizing Knowledge. A number of services and 

therapeutic approaches currently used with the head injured could be 

more effective if reconceptualized. One pervasive approach to 

rehabilitation is the tendency to group the head injured into one 

disability group and distinguish them from other disabilities such as 

the spinal cord injured. This "lumping together" is obvious in the 



conveyor belt approach to treatment. The notion of a labelling 

continuum rather than an all-or-none approach is one possible 

solution. This would provide some cues for others in terms of 

appropriate expectations, yet it would decrease the alienation of the 

disabled individual. Another alternative is to consider the disabled 

on a continuum--of persons with low tolerance for distractability, or 

who require different amounts of time to complete tasks. This places 

them on a continuum with the mainstream rather than labelling them 

apart. Thus the disabled would represent a new parameter of normalcy 

rather than being excluded. This reconceptualization of disability 

would necessitate the development of a disability scale or measure 

designed around the continuum idea. 
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One application of this would be to facilitate peer 

relationships among the head injured. I have suggested that the head 

injured shun each other because they are at different levels of 

recovery. One way to overcome this would be to consider each individual 

on a continuum of recovery rather than grouping the diversity of 

fUnctional outcomes together as a single entity. Pairing of head 

injured people with others similar to themselves might relieve some 

of the loneliness. (This, though, would be at best only a partial 

solution to social isolation. A number of the head injured would 

continue to avoid their peers to avoid emphasizing their own 

disabilities.) Moreover, ~ believe that such a system must be 

culturally sensitive, considering each individual's background, 

education, interests and so on. Even though two individuals may be at a 

similar functional level and stage of recovery, an ex-biker and an 



evangelist would be unlikely to provide ongoing support for each 

other. 
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Reconceptualizing the actual label applied to the experience of 

head trauma is another step indicated by this study. One of the ways 

that several informants thought to better describe themselves was using 

the term "brain injured". This implies an increased seriousness of the 

injury and a diversity of possible problems. Although they recognized 

that people might see them as more severely and permanently disabled 

than they may be, they also noted that those with invisible deficits 

might have more appropriate expectations placed on them. 

The foregoing discussion of liminality and personhood suggested 

that the head injured person no longer fulfills roles that are accepted 

by society. I believe that a major rehabilitation goal should be the 

development of roles appropriate for the head injured within the 

community. Although these new roles would not likely be commensurate 

with previous ones, they would serve the purpose of providing a social 

identity. This is one way to decrease the feeling of liminality, of 

not fitting in to any social structure. Again, the volunteer role could 

be important. Developing a sense of person through role provision 

promotes a stronger sense of self. Another such role discussed in the 

ethnography is that of helping other head injured persons. Help would 

be given in a resource capacity, not necessarily as a friend. It would 

likely be most successful if there was a clear difference in function 

between the two, a newly disabled head injured person might be paired 

with one who has been several years in the community. 
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As indicated above, another aspect of existing resources that 

requires modification is volunteer placement for the head injured. It 

should be reconceptualized, I believe, as a step in recovery, much as 

outpatient physical and occupational therapy is now--a necessary step 

for role creation and a step toward the possibility of employment. 

Meeting with a volunteer co-ordinator or setting up a position, for 

example, should be a criteria for discharge from rehabilitation 

services. This should be followed up on a monthly basis. 

In addition, the therapeutic goal of full-time competitive 

employment needs to be rethought. Based on this ethnography, I 

conclude that too few people actually obtain real work to make it a 

reasonable goal. One alternative is job sharing. TYro people splitting 

one job can meet the demands of the position yet be within the 

capabilities of the disabledo This requires a new outlook by employers 

or government supported jobs, but it is a better alternative than 

trying to remediate the vocational problems of the disabled. 

Another aspect of existing resources that requires modification 

is the structure of the AHIF. An underlying assumption of AHIF and 

similar family support groups is homogeneity--that all head injured 

families have similar needs. As the ethnographic data suggested, this 

blanket approach is not successful. Diversity of services is required 

better to meet the needs of the head injured. The AHIF needs to be 

reorganized into a co-ordinating center where people are matched 

according to stage of recovery of head injured person, home situation 

and interests. The concept of support should be refined so that those 

that have similar functional abilities and interests and background 
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could come together. The emphasis should be on the individual family, 

then, rather than on the group of head injured. 

Information Dissemination. One of the critical needs for long 

term recovery of the head injured is education of families. Families 

should be considered as collaborators in treatment, rather than just 

critics or saboteurs. They need more knowledge to help them cope with 

the lifelong responsibility. 

One of the more valuable pieces of information that requires 

dissemination is knowledge about lifelong recovery. It influences how 

the family conceptualize recovery and return to role performance. For 

example, people often expect the initial recovery period to continue 

and do not anticipate problems on a long term basis. Appropriate 

information would allow them to make realistic plans regarding such 

issues as housing and finances. 

Problems of lack of personhood in head injury could also be 

addressed by educating the public; identifying their ideas about head 

injury and correcting them. Perhaps the use of a more appropriate label 

would facilitate this. 

One of the most productive applications of this research is the 

communication of this ethnographic knowledge to families and friends of 

the head injured to facilitate their understanding of the head injury 

experience. It would be particularly useful for the families of the 

newly head injured; a number of family members suggested the findings 

be made available to the general public. Communicating it to clinicians 

and researchers will hopefully promote research interest in the long 

term problems experienced by the head injured. 
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Research Implications 

The step following a qualitative research project such as this 

is to use quantitative methods to test the variables and hypothesis 

generated. The concepts and definitions arising from the ethnography 

need to be used to devise new instruments and the beginnings of 

theoretical models. No cause-and-effect relationships or strong 

associations are generated in ethnography, but suggestions for further 

studies which could investigate causal relationships are an important 

result of this ethnography. 

Unfortunately developing rigorous research designs to 

investigate the long term outcome of head trauma is difficult. 

Constructing homogeneous sample groups is almost impossible. Even if 

etiologically the injuries are similar, diffuse damage patterns are 

difficult to detect and unique to each person. Moreover, each 

individual's brain is unique as the right-brain left-brain studies 

illustrate. Comparing similar groups of head injured is like 

attempting to compare groups of people who think the same way. And 

neurological research is in its infancy. Its connections to philosophy 

and psychology are only now being broached. As one informant noted, the 

brain is the seat of the soul; from that perspective, manipulation and 

controlling variables related to the brain seems an insurmountable 

task. 

In this section, I have presented a number of ideas for further 

research. They are not fully developed and serve only as guidelines. I 

first consider descriptive and efficacy studies. This is followed by a 
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discussion of general research methods in outcome studies in head 

injury and some ideas for cross-fertilization of research areas. TYro 

detailed examples of research programs investigating lifelong recovery 

and FDT are included in Appendix A, to illustrate a more complete 

development of two central variables. 

Descriptive Studies. Because so little is known about the life 

experiences of long term survivors of head injury in a number of areas, 

basic descriptive information is required. For example, to further the 

goal of appropriate labelling of this disability group, we need 

information on the ideas held about head injury. A survey of the 

general public and health care professionals eliciting, their models of 

head injury, would facilitate development of a new label and form the 

basis of appropriate education programs. Information could include 

ideas about permanence of disability, the types of problems head 

injured people have when they leave hospital, what head injured people 

look like and what medical services address these problems. 

I think it is also necessary to conduct a thorough survey of 

the needs of the head injured and their families. A valuable source of 

information about the needs of the head injured is the requests and 

crisis line calls received by the AHIF. Identifying who calls, the type 

of crisis and the resources needed would provide a valid data bank form 

which services could be developed. 

Another topic that requires investigation is the cultural 

variability of the experience. A culture specific study would consider 

different cultural responses in such factors as family response to the 

problem, the labelling process, coping strategies, patterns of resort, 



decision making and so on. An initial study might compare a sample of 

two groups from the same geographic area who are distinctly different 

ethnically and socio-economically, such as the Hispanic and Caucasian 

populations in Tucson. 
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Although there is abundant anecdotal information about economic 

disincentives, more substantive data is required. An initial research 

strategy would be to develop a number of economic case evaluations 

documenting the actual discrepancies between working and receiving 88I. 

This is a necessary step prior to any changes in policy. 

The descriptive data required to better define FDT and 

lifelong recovery patterns is described in more detail in Appendix A. 

Treatment Efficacy. An important part of developing new 

services for the head injured is assessing their efficacy. The 

aforementioned program ideas would all benefit from assessment of 

their effectiveness in facilitating community adjustment. Program 

evaluation most often uses a pre-test post-test evaluation on specific 

outcome criteria, or a comparison of a treatment and a control group. 

One program that could use an innovative evaluation is that used to 

educate the public about head injury. The NHIF sponsors public service 

announcements about head injury. An assessment of selected viewers 

ideas about head injury before and after exposure to the television 

messages is one way of evaluating an existing program. 

The effectiveness of structured failure on self awareness is 

another measure that must be obtained. The first strategy would be to 

identify a small number of head injured people who lack awareness of 

their deficits. After their level of awareness they was documented, 
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they i-lould be placed back in their old "lork environment or one similar 

to it on a volunteer basis. At specified intervals they "lould be 

reassessed for degree of awareness of disability. One measure of 

awareness would be the degree to which their immediate and long term 

goals are realistic. Another would be to compare their own assessment 

of work performance to that of a colleague or supervisor. This 

research basically uses structured failure as a means of reality 

testing and of motivation. 

The effectiveness of using volunteer positions to provide roles 

for the head injured is another critical area for study. An important 

research question to pursue is the predicative value of volunteerism 

in terms of obtaining and retaining competitive employment. 

Timing of intervention is also an issue in head injury. For 

example, the timing of return to i-lork and its relation to success 

requires investigation. Because head injured people are often forced, 

for a number of reasons, into a vocational situation before they are 

ready, I believe the success rate documented in most studies may be 

artificially low. Investigating the correlation between length of time 

after injury and return to work would yield some information on optimal 

timing of vocational intervention. This would require a fairly careful 

matching of subjects in term of functional ability. 

Cross-fertilization of Research Areas. Research on head injury 

could benefit from cross-fertilization with other areas of health care 

research. A comparison that begs to be investigated is between the 

head injured and people suffering from Alzheimer's disease. These two 

disability groups share a number of common characteristics including 
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memory loss, poor judgement, impairment of abstract thinking, 

invisibility of deficits, and dependency on family. A cross

fertilization between researchers in these areas might be of benefit to 

both disability areas. 

There is also potential in the interface between social 

science concepts and "hard science" research. One example is the idea 

of double bind. Extensive research has correlated pathology in certain 

cortical areas with characteristic behaviors, such as rage or lack of 

impulse control which are common responses to double bind. Double bind 

is not etiological in nature, rather it is interactive and may 

exacerbate the existing patterns of behaviors and prevent more 

appropriate behaviors from developing. As an anthropologist and a 

rehabilitation practitioner, I find this interaction between 

biophysiology and double bind a fruitful area for research which may 

yield important management implications. 

Research Hethods. Two of the abiding limitations in all head 

injury outcome research are measurement and development of comparison 

groups. Each will be addressed briefly here. Edgerton (1984) notes that 

we know far too little about the process of community adaptation to 

allow ourselves the illusion that we have already measured success and 

failure. Although he is referring to the mentally retarded, I agree 

that measurement is one of the critical areas that require 

investigation. As noted in Chapter 2, existing means of measuring 

community re-integration are problematic. I believe that the focus of 

outcome measures should be broadened to include the family. 

Additional outcome variables related to the primary caretaker could 



include health problems, role stress, financial status, and social 

isolation. 
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In addition, a single approach to successful community re

integration is inadequate in the study of head injury. Differences in 

etiology of injury, pre-morbid make up, human and financial resources, 

and even the community they live in determines what the potential of 

each individual will be. What might be outstanding achievement for one 

within his or her social context may not be for another. Thus the 

commonly held criterion of competitive employment as a single measure 

of success should changed. Volunteer work, dedication to a leisure 

activity (such as that of the individual in California who rode his 

bicycle across the US to increase awareness of head injury), and 

regular attendance at interest courses could be considered successful 

outcomes in some cases. And for those who are more severely disabled 

but still living in the community, success needs to be measured on a 

different scale; things like receiving a phone call or sitting through 

a whole movie are victories that need to be measured. 

As I argued above, defining comparable homogeneous groups is 

one of the most persistent barriers in outcome research. It has been 

a major limitation to efficacy of treatment studies to date. In order 

to make any generalizations from outcome studies I think it necessary 

to use a dual approach to defining comparison groups. Although 

expensive, biological indicators of injury such as those provided by CT 

and PET scans are one means. The second is the consistent use of a 

standardized functional adaptation scale such as the Portland 

Adaptability Inventory developed by Lezak (1987). 



An associated problem is the need to distinguish between 

categories of head injuries used by the research community, such as 

mild and moderate. In the beginning stages of knowledge production 

such as represented by this ethnography, gross categorizations are 

acceptable. However, when treatment variables are compared, loose 

definitions of disability can be a major source of confusion. 

Policy Implications 
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The policy implications arising from this study concern income 

maintenance strategies, provision of employment opportunities, and 

long-term services. It is obvious from the discussion of disincentive 

that more research is needed on the paradoxical dynamics of government 

supported income for the head injured. 11odification of the SSI policies 

to provide incentive to work is a priority. One method is to reduce 

the individual's income maintenance by the amount of money made 

through employment. Another is to have a variation of SSI payment 

format for those who maintain a part time job, the combined incones 

totalling the regular SSI payment. A third alternative is to make 

eligibility easier so that if the head injured person tries and fails 

at a job, SSI could be reinstated immediately rather than after six 

months. The time lag between applying and receiving funds is a major 

barrier to attempting employment. Such a strategy would encourage 

people to build a work history and reduce the pressure to succeed at 

the first job they tried. 

One of the paradoxes of the head injury experience related to 

employment is that despite the vast sums spent on vocation 
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rehabilitation there is little incentive for employers to hire the head 

injured. Regardless of the success of vocational programs, when there 

are no jobs available for the disabled efforts are wasted. One 

alternative is legislation, similar to the British model, that requires 

employers to hire a certain percentage of employees that are disabled. 

The notion of supported employment is another alternative. It 

involves special government subsidization from the Department of 

Labour for disabled workers. Supported income, including health 

insurance, encourages employers to hire the disabled at lower than 

minimum wage, thus reducing their risk. At the same time it places less 

pressure on the disabled worker to succeed immediately. Another policy 

decision that would improve the vocational outlook for the head injured 

would be subsidies for employers who provide assessment situations and 

on the job training for the disabled on a regular basis. It would seem 

to be more cost effective to use existing facilities and pay for extra 

personnel than for rehabilitation units to fund their own work 

simulations. 

The lifelong nature of recovery in head injury requires long

term services to meet the changing needs of the disabled and their 

families. The existing professional services are concentrated in the 

first few years after injury, at best, and leave the head injured and 

their family to their ovm resources after that. I believe that the long 

term care policy should be broadened to include community supportive 

services for the head injured over their lifetime. This would require 

development of a service model that considered the changing nature of 

needs for both the family and the head injured. Funding sources must 
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implement new policies to insure payment for these services. (This 

would include both government funding and private insurance companies.) 

My concluding note relates to training rehabilitation 

practitioners. One of the major objectives of this ethnographic work 

was to increase the sensitivity of those working with the head injured. 

This study provided more than a general view of a disability; it was 

guided by issues relevant to care delivery. A number of new areas of 

clinical relevance emerged from the study that can be of use in 

socializing or educating rehabilitation professionals. These include 

liminality, personhood, social labelling, sick role and double bind. My 

hope is that the application of these new perspectives on the lives of 

the head injured will in some way positively affect their quality of 

life. 



APPENDIX A 

SAMPLE RESEARCH PROGRAl·iS 

Lifelong Pattern of Recovery 

An important line of study in head trauma rehabilitation is to 

map the nature of the recovery process. Because it is only in the past 

decade that the head injured have survived their original injuries, 

much of the information about long term adjustment is anecdotel or 

simply speculation. This ethnography suggests that recovery is dynamic 

even after decades, and that the potential for change is ongoing. Based 

on this ethnographic data one would expect to see dynamic recovery with 

a pattern of gains and losses throughout the lifetime of the person. 

vlliat is needed is a picture of the lifelong recovery pattern and 

analysis of possible variables that influence it. 

First profiles of recovery trajectories need to be developed. 

These would involve both longitudinal and cross sectional research 

designs. Because of funding restriction, perhaps a limited number of 

people could be followed throughout their life time but a cross 

sectional sample of head injured could provide information in a 

relatively short time period. Recovery would be defined by anatomical 

and physiological changes (revascularization as noted on PET scans), 

and functional criteria. 

An important aspect of this study program would be the 

measurement techniques. Traditional measures have focused on 
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neuropsychological or neurological functioning, most often intellectual 

and memory scales. It is critical to include functional assessment, 

something that has much more construct validity for assessing long term 

outcome. Two of the best are Lezak's Portland Adaptability Inventory 

(1987) and the Levin group's Social Adjustment Scale (1987). 

A second aspect of this research would be to try to identify 

the intervening factors associated with changes in function over time-

in addition to giving descriptive information about the level of 

function. Research should focus on the circumstances around growth 

spurts and periods of plateau or regression to identify any associated 

environmental factors. Studies using multivariate design looking at the 

predictors of change in function over time are also required. 

Variables would include demographic data, functional ability, 

pathological and clinical manifestations, and new variables revealed in 

this study such as FDT and ability to conceal disabilities. 

A hypothesis based on this study suggests that changes in 

function over time may be a result of a ceiling or maximum limit on the 

capacity to function. That is, when improvements are made in one area, 

they require all of the persons cognitive resources, resulting in 

regression in other areas of function. The head injured cannot maintain 

old skills and at the same develop new ones. Using the base-line 

recovery data, correlating improved functional skills with decreasing 

in function within the same time period would be one way to evaluate 

this idea. The implication of this would be that an extended learning 

time in rehabilitation programs should compensate for this overload 

phenomenon. 
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A third approach to the study of lifelong recovery is the need 

to separate types of recovery. Theory suggests that both anatomical and 

physiological resolution and functional adaptation account for changes 

in the head injured populat.~.on. Clinicians have operationalized this to 

suggest that the rapid improvement within the first few years after 

injury is a result of physiological changes, while later recovery is a 

function of compensation, that is developing new ways of doing old 

behaviours, requiring different cortical demands. Longitudinal 

assessment using PET scans to detect vascularization of the brain would 

provide a basis for anatomical recovery. If these readings were 

correIa ted with function, the result would indicate at '-Iha t point 

functional adaptation occurs. 

I believe there is a critical need to study what happens to 

the head injured in middle and old age. How, for example, does the 

physiological aging process affect their injuries and abilities to cope 

with deficits? Variables such as decreasing effectiveness of the 

senses, atherosclerotic changes, and decreased mobility need to be 

measured and correlated with function. Changes in the human 

environment as a result of aging are also important as in the death of 

parents the head injured have been dependent on. Both cross-sectional 

and longitudinal research designs would be appropriate. Ideally, 

longitudinal studies would include variables that are age sensitive. 

On a short term basis, comparing individuals of different age groups 

matched for functional abilities as well as living situation in terms 

of qualit.y of life. Importantly, aging should also be assessed from the 

point of view of the family. The aging of the primary caretakers 
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ought to be measured in terms of increased health problems (over those 

predicted for the normal population), financial problems and 

accommodation problems. In addition, assessing the efficacy of FDT 

with aging caregivers as the independent variable might suggest the 

need for changing the approach as either the disabled and/or the family 

age. This suggests the need for study of a whole range of behavioral 

variables about how does age affects caretaking of the head injured 

such as amount of care, kind of care, number of trips to health care 

providers, and so on. 

Family Directed Therapy 

One of the strongest variables I identified in the long term 

outcome of head injury is what I have called family directed therapy. 

Without exception, every family in the study had in some way developed 

a therapeutic home environment to augment existing services or to fill 

in when no services were available. FDT is a very powerful variable 

since the disabled can be exposed to it on a 24 hour basis, and in some 

cases, for years. FDT also reflects one of the major conclusions of 

this study. I found that environmental modification is more likely to 

affect the head injured than techniques focusing on the individual him 

or herself. Responsive family members, as part of the social or human 

environment, are one of the most valuable resources practitioners have 

to work with. 

Research Implications 

FDT is a variable that has the potential for influencing the 

head injured on a long-term basis, and yet we know nothing about it. 
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The first step then, is to conduct basic descriptive work, using the 

survey method. That is, operationalize FDT as a variable. We need to 

identify: 

- type of activities included in FDT 
- length of time they are conducted 
- who participates 
- source of the idea 
- why family thinks it works (ie. explanatory models) 
- timing and reinforcement of these programs 
- criteria for success 

One particularly important aspect of this initial descriptive 

work is identifying patterns of resort and decision-making. Patterns 

of resort means basically mapping where the family go to identify help. 

This would include resources in the professional or biomedical sector, 

the folk sector such as faith healers, and popular heath sector such as 

local druggist of family support groups. In addition it is important to 

identify how family members evaluate the information they obtain from 

these various sources. Patterns of decision making in FDT can be 

likened to clinical reasoning studies in the rehabilitation field. One 

would want to identify who the family consults before it make a 

decision, what factors it considers (for example cost, short tero or 

long term gain, accessibility and so on), how much background kno'~ledge 

it has, and the type of decisions made. Both patterns of resort and 

decision mak.ing information would broaden the knowledge base and 

perhaps lead to more effective FDT. 

A next step would be to assess the factors associated with 

successful FDT and to identify the key components that could help 

others implement it. This would require a multivariate analysis of the 

components of FDT. It is important here to consider how one judges "rha t 
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is successful. The criteria should be considered from the viewpoint of 

the head injured, the family, and knowledgeable professionals. Because 

of the diversity of outcomes one definition of success for all is 

inappropriate. The criteria for success in head injury should be 

culturally sensitive to each family. 

The third part of the research would be an investigation of the 

efficacy of FDT. In the tradition of action research, this would 

compare a small number of families using FDT which would be defined by 

the descriptive data gathered in step one to other who do not use it. 

At the action research stage, one attempts to develop comparable 

treatment and control groups. However, it is more important to get some 

idea of the effectiveness of the variable than to get stuck at the 

design stage of the research and never conduct it. 

A fourth step in the research program would be to try to 

increase the effectiveness of FDT without making it into an extension 

of the professional services. One research strategy would be try to 

teach basic education principles to families who are involved or would 

potentially be involved in FDT. Using the case control method, again, 

a small number of families exposed to the educational training would be 

compared with those who were not. Another method is to use a single 

case method pre-post design, with effective FDT as the dependent 

variable. A practical application of this research is to develop sone 

computer assisted learning programs to incorporate basic principles 

that the family can then translate into their own programs. 

Another aspect of the research program would consider the 

interface between FDT and professional services. Not only do families 
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beliefs about what should be done vary from professional knowledge, but 

families put these beliefs into action in FDT. A large amount of the 

discourse analysis from interviews centered on dissatisfaction with 

health care professionals. This interface needs to be examined, perhaps 

by comparing perceptions of professional and family on variables such 

as appropriate goals for the head injured, priority of functional 

problems, and potential for long term recovery. 

The family is key to the outcome of the head injured. They 

should be considered in most research strategies and they should share 

the focus of the clinicians' intervention. I believe that 

professionals and family need to see each other as collaborators and 

not critics and to recognize how each is vital to the recovery of the 

head injured person. 



APPENDIX B 

PRELIMINARY INTERVIEW GUIDE - HEAD INJURED INFORHANTS 

These questions and interview probes are intended only as 

a guideline. Not all questions will be appropriate for every 

informant and much of the information will be revealed in the 

process of conversation rather than from direct questioning. The 

interviewer's clinical judgement will be used in determining 

whether at any point the informant's welfare is endangered by 

continued interviewing ie) fatigue, extremely emotional topics. In 

such cases the intervie\V will be stopped. 

Rapport Building 

-I want to learn from you about what it is like to have a head 
~nJury. I hope you will be able to share your experiences ",ith me so 
that I can learn from you. 

-Tell me about your accident. How long ago did this happen? 

Rehabilitation Process 

-I am interested in your rehabilitation experiences. What is the one 
thing you remember most about your rehabiltation experience? 

-Was it hard worle? Was any part of it difficult? 

-What sorts of things worked for you and what didn't? 

-What kinds of things did the therapists and physicians do for you? 

-Was there any staff member you didn't like? vlhat did they do? 

-Did you agree with what the professionals thought and did? 
-Was there some things you would have liked to know about but 
didn't? 
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-What did you have to do that '-las a waste of time? What was the most 
and least helpful in your rehabilitation? 

-What bothers you most about your rehabilitation? 

-I\lhen you finished, were you ready to go home? 

-Ethnophysiology 

-What changes do you think happened inside your head because of the 
accident? Did your brain change? If sOp how? 

-Is there any special words, or an image 
yourself after the accident. For example, 
in a fog. 

you use to describe 
some people say they feel 

-Draw something that describes how you see your body after the 
accident. It does not have to be a picture of the body, it can be 
anything that it reminds you of. 

-Do you have any ideas about hm.,r your brain works? Does everyone I s work 
the same? 

-Has anything in your body changed since the accident? Has 
rehabilitation changed anything in your body? 

-What medicines are you on? Do you buy any other ones over the 
counter at the drugs store? Which ones are for your head injury? How 
do you think they affects you? 

-Do you think that the head injury has affected other parts of your 
body? "lill it have an effect on your health in the future, for 
example aging? 

Return to Community 

-How long ago were you discharged from hospital? 
receive outpatient treatment? Are you currently 
services? 

Ho'l long did you 
receiving any 

-vlere you ready to go home from hospital when you did? Before that 
time? 

-What were you afraid of upon discharge? Did it happen? 

-How did you family and friends react when you got home? 

-Were there any surprises that you did not expect when you 
returned home? 
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Current Living Situation 

-Where do you currently live? Who stays in the house with you? Do any 
visitors stay overnight? 

-Describe a typical day for you. \ihat do your family members do? 

-I-Jhat do you do for yourself? \Vho prepares the meals? vlhat kind of food 
do you eat? Who shops and cleans? 

-Do you have any difficulties with practical problems in everyday 
life? 

-Do you participate in any community or social activities? Do you 
attend church? Visit neighbours? Hatch kids at the park? 

-You must have a lot of bills. How do you get along with 
paying them? 

-Are you involved in any government service agencies because of your 
injury? Tell me about your experiences with them. 

-IVhen you go to the doctor's office or to visit the physio, hOvl do they 
treat you? How do they talk to you, how much time do they spend with 
you? Is it different when you go to the social worker or rehab 
counsellor? Have your meetings with the medical people been different 
than those with social-welfare kinds of people? 

-If something happened to you during the day, who would you call? For 
example if the toilet overflowed? If you felt sick and dizzy? Who do 
you count on for assistance? 

Re-integration 

-Has your life changed since the accident? vlhat is the biggest 
difference in your life now compared to before your accident? 

-Overall, how has the injury affected your life? IVhat kinds 
of difficulties has it caused with your family? friends? work? 

-What three words would you use to describe yourself before the 
accident? After? 

-Has the injury kept you from doing things you want to do? 

-~lhat frustrated you most? 
me what you did about it. 

Think of a really frustrating time and tell 

-vlhat kinds of ways do you have to 
frustrations and problem? Do you think 

tell others about your 
these ways are effective? 



-How do you explain your problems to family members? To friends? To 
new acquaintances? 
-Do others relate to you differently since your accident? 

-Hhat do imagine others think of you? 
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-Before your accident did you know anyone who had a head injury? Did 
you have any ideas about what people with head injury were like? How 
would you describe them now? 

-"/ho is the one person you call when you feel low or sad? \'Tho knows 
you best? 

-i'Tho in the family has helped you the most? 1oJho has helped you the 
least? (Tree analogy). 

-\oJho understands you best? i-Thy? 

-Have your family or close friends made any adjustments to help you 
cope with your head trauma? 

Patterns of Resort 

-Since leaving hospital, what kinds of things have you done to try to 
get over the problems the accident has caused you? 

-i'fho has given you the best advice? ioJhat kinds of advice have you 
received? What have you read about head injury? ioJhat kinds of things 
help you understand about it? 1f.hen do you seek help? 

-~There do you get your information about head injury? 

-Do you know other people with similar problems? 1'[hat types of 
information have you shared with them? 

-vTho has made decisions about your life since leaving the 
hospital? Do you feel you have control of what happens to you? 

Current Needs 

-How do you feel about yourself today? Did you feel that way last 
week/month? Are you still sick? 

-~~at kinds of things would help you get/stay healthy? 

-vThat would make your life better? 
-v/hat advice can you give about what needs to be done for head 
injured people like yourself? 



APPENDIX C 

PRELIMINARY INTERVIEVl GUIDE - FAMILY MEl-iBER INFOR...lvlANTS 

Rapport Building 

-Tell me about the accident. How did you hear about it? What were your 
immediate reactions? What part did you play then? 

-How much did you know about head injury at that time? Did you know 
anyone who had a head injury? Did you have any 
expectations? 

Rehabilitation Process 

-I am interested 
process. What is 
rehabilitation? 

in your impressions of 
the one thing you remember 

the rehabilitation 
most about XIS 

-Describe your role in the process? Vfuat is the most helpful thing 
you have done/ the least? 

-Did you feel included? Informed? 

-How much input did you have in terms of decision making? 

-What do you think was the most/least helpful part of 
rehabilitation? 

-VIere there some professionals that were more helpful than others? Hhat 
kinds of things did they do? 

-Did you feel the professionals understood your feelings? Now? 

Ethnophysiology 

-What changes do you think happened inside XIS head 
accident? How are these translated into the problems 

because of the 
they have now? 

-Are there any special words or images that you use to describe the 
process of XIS head injury? For example, some people say they are 
"fogged out". 
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-Draw something that describes how you see XiS body after the 
accident. It does not have to be a human body it can be something 
symbolic that reminds you of the changes. 
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-How do you think the brain \-,orks? Does everyone I s work the same way? 

-Has rehabilitation changed the state of XiS brain? Can it? 

-Is X on medications? ~fuat kinds of perscription? Over the 
counter? Ho,., do you think medication affects X? 

-Are you on any medicines because of the head injury? 

-Has this affected XiS overall health? Hill it in the future? 

-Has it affected your health? Your future health? 

Return to Community 

-Were you prepared when X was discharged from treatment? ~rnat sort of 
preparation did you receive? \'fuat was the most/least helpful? 

-~fuat was your worst fear? Did it happen? Were things as you 
expected them? 

-~at kinds of problems have you encountered now that X has been 
home? Have these changed over time? 

-~fuat three words would you use to describe X before the accident? 
After? 

Current Living Situation 

-Describe a typical day. 

-How much of a typical day is spent dealing with problems 
related to XiS injury? \fhat sorts of things are they? 

-Ho\-, has the accident affected you personally? Your family? 

-Have you been involved in any government service agencies as a 
result of the accident? Tell me about your experiences with them? 

-How have you been treated when you go for medical appointments, for 
example the doctor or physio? How do they taDc to you, how long do 
they spend \-,i th you? Is this different than when you see a 
rehabilitation or vocational counsellor or social worker? 

-~fuat frustrated you the most? What kinds of ways do you deal with it? 



-How do 
problems? 

you let others know about these frustrations 
Do you think these methods are effective? 

-How do you explain the XiS problems to others? 

-What do you imagine other's think of X? Of you? 

256 

and 

-What is the image you had of the head injured before X's 
accident? Now? Do you have any ideas of what the "typical" family of a 
head injured person is like? 

-When you feel at the end of your rope who do you call? viho 
understands you the best? 

Patterns of Resort 

-vlliat have you done to try to get over the 
accident has caused X? 

problems that the 

-vllio has given you the best advice? l'lhat kinds of advice have you 
received? 

-Have you read anything on head injury? l'lliat kinds of things help you 
understand it better? 

-Where do you get your information about head injury? 

-1'[ho has been the most helpful to you throughout this? How have they 
been helpful. 

-Have you sought help for yourself as distinct from help for X? 

-\'lhat do you think would help you with your current concerns? 

Current Needs 

-Is X still sick? How will you know X is better? vlhat will help make 
him/her more healthy? 

-What is the biggest stress you feel currently vlhat other kinds of 
stress? do you feel? 

-What type of help could you use now? vlhat type could X use? 

-What advice would you give the family of a head injured person 
about their return home? 
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