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Abstract

The aim of this study was to improve current collimgeservices at the Auckland
Spinal Unit. This purpose was achieved by co-retwag the topic with people
who have extensive experience of living in the camity with a spinal cord injury
to reveal what they believe was helpful, or beliewauld have been helpful, in
terms of the counselling, when they were newlyriegl

Listening to the stories of the research partidipaiinrough supervision of my own
practice, doing a literature review and writing @urmnal became sources that
provided rich knowledges to reflect on my curremtieselling practice.

A qualitative study was conducted using aspectsaafon research, feminist

research and post-structuralist methods.

In November 2005, an information pack was maileth&osixteen patients who had
been discharged from the Auckland Spinal Unit betwgune 2002 and June 2004,
who were under the age of sixty -five and livedha Auckland area, inviting them
to participate in this research. Seven people eagrend were available to

participate.

| interviewed these seven participants, using uctiired interviews. All the
interviews were audio-taped and then transcrilvedbatim These verbatim
transcripts were then sent back to the participanfer any

additions/deletions/alterations they chose to make.

To initiate the reflecting process, | then wentotlgh all the interviews and
identified common themes. | understand that if rdgearch participants had been

involved in this process, other themes might hamerged for them.

The themes identified were loss and grief as altredfua spinal cord injury,
sexuality, family ywhanay involvement and how counselling services showdd b

positioned in a setting such as the Auckland Spgilmat. These themes formed the



foci of the chapters, with an additional chapterveeaving cultural threads into

counselling.

The main findings of the study centre on the venpartant role of counselling at
the Auckland Spinal Unit. In particular, the stukighlighted the importance of
counselling as a place for conversations that nmaken for multiple positionings
and multiple versions of events, a space that ms@epatient’s hopes, beliefs and
dreams for his/her life (which often does not imguvheelchairs, catheters and
caregivers) but that also supports the patientakarmeaning of living life with a

spinal cord injury.

The study also identified the importance of sexyatounselling. Not including
sexuality as a topic in the rehabilitation servipeevided perpetuates dominant
discourses that a person with a spinal cord inflogs not want sexual intimacy or

cannot be sexually intimate and cannot have childre

Family (whanay involvement in and family’s becoming part of thehabilitation
team was very important to most participants. Tétigdy looks at how this
involvement can be achieved and explores someeadttinctures currently in place
at the Auckland Spinal Unit to facilitate this invement. Participants in this study
expressed a desire for counselling to be highlessible to both themselves and
their families vhanay. They would prefer the counsellors to get to knine
patients in their own environment first (in thedoms), so that the patients are
positioned to have agency to make choices aboutthew would like to use the

available counselling services.

The study concludes with my personal journey ofkivay as a counsellor at the

Auckland Spinal Unit and how this research has stiagmd fine-tuned my practice.
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Abstract

The aim of this study was to improve current collimgeservices at the Auckland
Spinal Unit. This purpose was achieved by co-retwag the topic with people
who have extensive experience of living in the camity with a spinal cord injury
to reveal what they believe was helpful, or beliewauld have been helpful, in
terms of the counselling, when they were newlyriegl

Listening to the stories of the research partidipaiinrough supervision of my own
practice, doing a literature review and writing @urmnal became sources that
provided rich knowledges to reflect on my curremtieselling practice.

A qualitative study was conducted using aspectsaafon research, feminist

research and post-structuralist methods.

In November 2005, an information pack was maileth&osixteen patients who had
been discharged from the Auckland Spinal Unit betwgune 2002 and June 2004,
who were under the age of sixty -five and livedha Auckland area, inviting them
to participate in this research. Seven people eagrend were available to

participate.

| interviewed these seven participants, using uctiired interviews. All the
interviews were audio-taped and then transcrilvedbatim These verbatim
transcripts were then sent back to the participanfer any

additions/deletions/alterations they chose to make.

To initiate the reflecting process, | then wentotlgh all the interviews and
identified common themes. | understand that if rdgearch participants had been

involved in this process, other themes might hamerged for them.

The themes identified were loss and grief as altredfua spinal cord injury,
sexuality, family ywhanay involvement and how counselling services showdd b

positioned in a setting such as the Auckland Spgilmat. These themes formed the



foci of the chapters, with an additional chapterveeaving cultural threads into

counselling.

The main findings of the study centre on the venpartant role of counselling at
the Auckland Spinal Unit. In particular, the stukighlighted the importance of
counselling as a place for conversations that nmaken for multiple positionings
and multiple versions of events, a space that ms@epatient’s hopes, beliefs and
dreams for his/her life (which often does not imguvheelchairs, catheters and
caregivers) but that also supports the patientakarmeaning of living life with a

spinal cord injury.

The study also identified the importance of sexyatounselling. Not including
sexuality as a topic in the rehabilitation servipeevided perpetuates dominant
discourses that a person with a spinal cord inflogs not want sexual intimacy or

cannot be sexually intimate and cannot have childre

Family (whanay involvement in and family’s becoming part of thehabilitation
team was very important to most participants. Tétigdy looks at how this
involvement can be achieved and explores someeadttinctures currently in place
at the Auckland Spinal Unit to facilitate this invement. Participants in this study
expressed a desire for counselling to be highlessible to both themselves and
their families vhanay. They would prefer the counsellors to get to knine
patients in their own environment first (in thedoms), so that the patients are
positioned to have agency to make choices aboutthew would like to use the

available counselling services.

The study concludes with my personal journey ofkivay as a counsellor at the

Auckland Spinal Unit and how this research has stiagmd fine-tuned my practice.
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1. An Introduction to the Study

1.1 Spinal Rehabilitation Services in New Zealand

New Zealand has two specialised Spinal Cord InfRepabilitation facilities. The one
facility is in Auckland and it is called the Auckid Spinal Rehabilitation Unit and the
other specialised spinal unit is in Christchurch &ns called Burwood. These facilities
are funded by their respective District Health Bisamand Accident Compensation
Corporation (ACC).

The services offered at both specialised unitsiraggrinciple the same. Both facilities
offer services to in-patients and outpatients. Hatlilities have as part of the medical
multi-disciplinary team doctors, nurses, physiotpests, occupation therapists,

dietician, social workers and counsellor / psychdb

One of the differences in the two services is theggaphic area within New Zealand
that they are responsible for. The Auckland SpiRhabilitation Unit provides services
to the areas north of Palmerston North excludingvNelymouth and Taranaki.
Burwood'’s service area is South of Palmerston Nontiuding Palmerston North and
Taranaki.

Another difference in service delivery between the facilities is that Burwood is
equipped to admit patients who still need very neiee medical care and require a
ventilator to assist them with their breathing. Theckland Spinal Rehabilitation Unit
does not admit patients with this specialised lefemedical need. Patients who still
require intensive medical care would tend to remstirthe tertiary hospital, usually
Middlemore, Waikato or Auckland Hospital until medlly they are assessed to be
stable and or do not need a ventilator for bregthin

The implication of the above is that the Aucklamn@l Rehabilitation Unit only admits
patients once they are medically stable and readsehabilitation. This would normally
be about five to eight weeks post injury, dependinghe waiting list at the Auckland
Spinal Rehabilitation Unit.



This research study was located at the Aucklandebiehabilitation Unit.

1.2 Auckland Spinal Rehabilitation Unit

The Auckland Spinal Rehabilitation Unit (hencefoectiled the Auckland Spinal Unit) is
part of the Counties Manukau District Health Boaltd.is located off site from
Middlemore Hospital and situated in the suburb tdr®in South Auckland. There is a

staff complement of approximately 65 people. Whaoh comprised as follows:

Medical Director

Medical Registrar

Service Manager

Five Administrative staff

Fifteen Allied Health staff (five physiotherapistshe physiotherapist therapist
assistant, four occupational therapists, one odoupsd therapy assistant,
two social workers and one counsellor)

Forty two Nursing staff

Outpatient Co-ordinator

1.2.1 In- patient services

The Auckland Spinal Unit has twenty inpatient beds.

Any person admitted to the Auckland Spinal Unit inlngve a spinal injury. The two
main reasons for admission are for rehabilitatioa person is newly injured and the
second main reason for admission is for the managemwf pressure areas. Pressure
areas (colloquially referred to as pressure so&ge) caused due to lack of blood
circulation to a particular area of the body whisltaused by sustained pressure to that
particular area. The priority for admission is pleowith new spinal injuries, needing

rehabilitation.

Patients with new injuries spend on average aboeetto five months at the Auckland

Spinal Unit.

The focus of rehabilitation is to assist peopl®@some as independent as possible. For

some patients this may include learning how to wadiain, learning how to use a
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wheelchair, learn how to manage their bowels aadd#r independently, learn how to
get dressed independently, learn about pressureagearent. For other patients
independence may mean learning how to direct qikeple to care for you in a way
that positions you, as the recipient of care, asnag and in control of how your

personal cares are attended to.

Patients who have been admitted to the Aucklana&pinit for the management of
pressure areas could spend up to seven to eighthmanthe Auckland Spinal Unit. The
reason why they would be admitted to the spinal, unstead of being medically
managed in the community is because the presse@dsanot healing. The length of stay
at the Auckland Spinal Unit will depend on the dhept the pressure area and how it is
being managed. It is preferred for a pressure twebe medically managed in the
community but this is not always possible. The oeafor this is that no additional
pressure should be placed on the pressure areah wh&ans that he/she would
frequently not be able to sit in his/her wheelchdinere are some patients that have
spent two to three years on bedrest, in the commuinying to get rid of a pressure
area. These patients are usually eventually adinitiethe Auckland Spinal Unit for

intensive nursing care.

1.2.2 Outpatient Services

Any person who has a spinal injury and has receiedical attention at the Auckland
Spinal Unit is a ‘patient for life’. In other words person is not discharged from our
services. A person’s needs change over time, ankistber equipment and personal
support levels need to accommodate these chandmes.Atlickland Spinal Unit has

outpatient clinics at the Auckland Spinal Unit aslivas outreach clinics in Whangarei,
Taupo, Rotorua and Tauranga. These outreach teamsist of a nurse, doctor,

occupational therapist, social worker and physiatpist.

1.2.3 Others Services and Facilities on Site

Situated on the site of the Auckland Spinal Unitaiggym, a recreation room and a
computer room / television lounge that patientsehascess to. There are also four motel
units available on site at a minimal cost for faesiland patients to stay in for week-end

leave and or visiting patients.



In addition to the above there are three non gawental organisations situated on the
premises of the Auckland Spinal Unit. These org#tioss are specifically for the
benefit of people with spinal cord injuries andyth@ovide services to both inpatients
and outpatients. These organisations are The Assmcifor Spinal Concerns (TASC)

Parafed and Kaleidoscope.

TASC is a non-profit organisation which has a westvork of volunteers who with their
various experiences are able to offer moral supaitice and information to the new
patients in the Spinal Unit. They offer a “buddyppart” to patients and their families.
(http://www.tasc.org.nz/about.htm retrieved 22/0$/06

Parafed provides sporting and recreational oppii®gn such as tennis, archery,
adventure sports, skiing, fishing, archery to peoplth physical disabilities.. Parafed
uses the gym facilities at the Auckland Spinal Uit the Wheelblacks for rugby,

wheelchair basket ball and archery. The Wheelbackswheelchair basket ball teams
represent New Zealand in international competitists we have a few international

stars working out in our gym facilities.

Kaleidoscope is an early intervention vocationdlatglitation programme dedicated to
getting people who happen to have disabilities injobs they love.
(http://www.kaleidoscope.org.nz/rehab.asp retrie28(06/06). A person can self refer

or he/she can be referred by any member of the-ahsttiplinary team.

1.2.4 Summary

As can be seen from the above there are many pabplee Auckland Spinal Unit on
any one day. There are people wheeling and waltiegiselves around and some of
these people may be staff, some may be visitoragsnay be people partaking in the
sports activities, some could be “support buddys’bther people and others could be

very newly injured.

The environment of the Auckland Spinal Unit attesnpd offer a perspective that
centralises ability and what can be done rather tmadisability which tends to focus on

deficit and loss.



1.3Funding Streams

There are two very inequitable funding streams @wNZealand for people with spinal

injuries, ACC and Ministry of Health.

If the injury is as a result of an accident thesparwould qualify for ACC funding. This
funding includes equipment, home based care, temmp@ccommodation on discharge
if the house has not been modified, house modifinat vocational assistance and 80%

of the person’s income prior to the injury.

The Ministry of Health funding stream is for peopaose spinal injury has a medical
reason such as cancer of the spine, tumours, iofsctblood clots. The funding from
Ministry of Health would include equipment but iartain instances more limited than
funding from ACC. For example with ACC funding argen could qualify for a
wheelchair and a stroller. With Ministry of Healfimding it would be one or the other.
There is funding for home based care from the Miinisf Health but the maximum
amount of hours is much less than ACC. ACC willyide twenty four hour care,
Ministry of Health will provide a maximum of fourolirs care per day. There is a limit
in the funding for house modifications from the Miny of Health, the maximum is
$7,500-00 whereas ACC funds in excess of $100,@0f»0house modification. There
is no specialised funding for vocational assistaaog loss of income from the Ministry
of Health.

In summary, ACC patients are better positioneceirms of finances and access to care
and equipment in comparison to Ministry of Healdtignts. There is an inequality in
what patients can and cannot access in terms alirfgn Usual patient concerns are:
Will | be able to support my family? What type @fre will | be able to access? Will | be
a burden on my family? Where will | live? The wédnese concerns are addressed may
differ depending on whether services are fundeA®¢ or Ministry of Health.

1.4 Why Was This Study Conducted?

The Auckland Spinal Unit has employed a part-timensellor for approximately the
past eight years. | am the third counsellor atAbhekland Spinal Unit and | started my
5



employment there in February 2004.

There had been a gap of about six months betweseprévious counsellor leaving and
my starting. As a result of this time gap | did neteive a handover of patients or any
orientation into how counselling services were [asly offered. It was my
responsibility to decide how | wanted to positioougselling and how counselling
services should be offered. The supervision liveckwas from an external supervisor,
this person did not have specific experience inkimgr with people with spinal cord

injuries.

Whilst | appreciated the freedom | was given to lengent the counselling services in
the way that | thought was most appropriate | dé&db quite isolated and missed not

having a close interdisciplinary team to give medteack and support.

Whilst | had extensive experience in the fieldraluma (sexual abuse and working with
burns patients), at a previous workplace, | hatklibr no experience in counselling
patients in the non-acute stage of spinal injury.éperience was more in hospitals as a
social worker counselling acutely ill patients ahdir families (whanau). My previous
experience was as a social worker who also didsmlling, rather than a counsellor.

My expectation was that counselling patients atAbekland Spinal Rehabilitation Unit
would not be too different to my experience of cselling patients in the hospital. |
expected that, given the extent of the life changest patients would need to be
making, emotional turmoil, confusion, hopelessrass lack of purpose in life would be

very present and obvious.

To the contrary, what | more often saw was peogpdeifiingly) very adequately making
these adjustments to their lives and managingni riesources and reasons for bringing
about these changes. | frequently heard peopléntalioout the gains they had made
with their physical rehabilitation, how supportitieeir families were and how grateful
they were that the situation was not worse. | ditlvery often witness hopelessness and

disinterest in their futures.

This presentation of how patients and the familiignau) adequately managed took me



by surprise It seemed as though most patientsdsdiniags out for themselves. They
knew they had to make adjustments but they felfident they would be able to do this.
They were noticing improvements day by day througkeir physiotherapy and

occupational therapy programmes and emotionallyewagspearing to manage well.
There were some patients who requested to seeothresellor on a regular basis but it

seemed to be the minority.

This presentation of appearing to manage well nmgl@vonder what was the role of the
counsellor at the Auckland Spinal Unit? As a sloaiarker seeing a patient | had the
option, if people were seemingly managing well aomally, to discuss the practical

aspects of their stay in hospital and practicalceoms about discharge. This pathway of
conversation, focus on the practical aspects watomger open to me as | was now

working as a counsellor and not a social worker aiso did counselling.

However, in contrast to the above situation, (pasieseemingly managing well), | was
also counselling some patients who were at the kanck Spinal Unit because of
pressure areas. These patients had had their ifgurya number of years and had
returned because they needed bed rest and spedializsing care for their pressure

areas.

What | noticed with many of these patients wastamkscontrast to what | had come to
learn from the patients who had recently been @aguSome patients who had lived with
their injury for a number of years were having tielaship problems. Two patients that |
counselled had so much anger and difficulty witbegting their bodies that they turned
to drugs and alcohol as a way of dealing with pFotd. One patient refused to meet up
with old friends to the point of avoiding them amelver contacting them, hence not only
did he have to deal with his injury but also hisoléhsocial support network had been
cut off. One patient stopped all educational pussbecause of fear about “what will

people think of me when they see me in a wheel¢hair

This seemingly stark contrast between people witltew injury and people who had
lived in the community with an injury for some tipreertainly caused me to question the
efficacy of counselling. | wondered whether thissweart of the development of living

with a spinal cord injury or whether the absencadiressing some issues early enough



in counselling had contributed to this developmémnéflected on how as a counsellor |
could best support patients with new spinal ingird/hat was missing from the initial
counselling that could have been useful for pasiemce they were discharged from the
Auckland Spinal Unit and living in the community. duestion that developed was: —
what role does counselling have in enabling patiesmid their families to live a

satisfying, fulfilling life, despite the injury?

The reason why this study was conducted was becduseigh my counselling
conversations with patients who had lived in thenownity for a number of years |
heard about struggles living with a spinal corduigj In contrast to this many of the
patients who | was counselling, who were newly niejuseemed to have few concerns

about their future and how they would manage.

In summary the reason for this study was to fintvaat would be the best way to offer
counselling services to people who were newly gguso that when living in the
community with a spinal injury they would not leisability get in the way of them

living a satisfying and fulfilling life.

1.5Personal Positioning

As previously mentioned | have been working at #hgckland Spinal Unit as a

counsellor since March 2004. Prior to that, | wakles a social worker in the field of
adolescent sexual abuse. This position in sexuageaincluded counselling. Prior to
that | worked in the Burns and Plastics wards atd&imore Hospital, as a social worker
and once again counselling was an integral patiaifrole.

This position of counsellor, at the Auckland Spibkdit, was the first time that | was
employed specifically as a counsellor as opposed 8ocial worker who also does
counselling. Two social workers are also employetha Auckland Spinal Unit. One of
the initial challenges for me was working out wlia¢ distinction was between the

practices of a social worker and those of a colmrsel

This distinction between social worker and coumsellas quite unfamiliar to me. |

trained as a social worker in South Africa. In Sowifrica social workers and
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psychologists (as well as many other helping psites) offer counselling.
Counselling, in my experience was not seen astamcdigprofession. | saw it rather as an
action. Very broadly speaking social workers colledepeople with ‘normal responses’
to grief, loss and trauma and psychologists pravitterapy for people with the more
unusual responses that would tend to meet theriaritetailed in the Diagnostic and
Statistical Manual for Mental Disorders (DSM V).

One of the ongoing complexities for me, in workagya counsellor in New Zealand was
defining the role of the counsellor as opposed teoaial worker. Advocating for
patients, speaking to familywbhanay) members, discussing issues of concern with
patients and counselling, these are all thinggdigraviously done as a social worker.

My experience in my first year and a half as a sellor was at times very isolating and
inadequacy never felt very far away. | was tryingome to grips with the complexities
of counselling people with spinal cord injuries ghd complexity and variation within
disability discourses. Coupled with that was thiiadilty of trying to define my role as
counsellor in a way that did not overlap too mudthwhe social worker. In many ways
it was like trying to find a niche for my counsatl practice and defining my position

within the professional team.

Lather (1986) states that some feminist researctisxover that their research has
sustained their lives. According to this approaetearchers hope that their research will
clarify their vision and improve their decisionst ke time of deciding to do this
research study | felt that this research wouldanghe professionally and guide me in
my decisions. My hope was that this research wolddfy my vision at the Auckland
Spinal Unit and give me a better focus on how besbunsel people with a spinal cord

injury.

In my research proposal which was written in alidetember 2005 (10 months after |

started working at the Auckland Spinal Unit) | wedhe following:

| have walked what | have felt to be a lonely unmarged road this past year. |
am never really sure if what | am doing is bestfca and question myself as to

whether there are better counselling practices #ense | need to validate my



practice, reflect on and scrutinize it. My practiceist be grounded in sound
theory and ethical practice. My hope is that tleisearch will develop and grow

my practice.

Heshusius and Ballard (1996, pp.4-5) talk of esgketiuth being an interior one. That
Western science demands that we believe in thelpldgsof separating fact from value,
mind from body, mind from emotion, and self fronmet. Western thought marginalises
other ways of knowing such as intuition, imaginafideelings and spiritual knowing.
With the emphasis on rationality Western thought bagan to liquidate other ways of
knowing such as knowing through connecting, kn@wthrough participation and
knowledge that the body holds.

My intention when | embarked on this research jeyrwas to come to a place where |
could know in my body, in my imagination and in rmgnnection with a patient that |
am doing the right thing. Intuitively | wanted tadw that | was linking with a patient in
a way that helped him/her, fine tuning my listenitogpick up on the pathways of
conversations that would be useful for him/her &ildwing that path, in step with the
client’s pace. | call this practice ‘dancing’ wighpatient, the patient taking the lead role

and | sensitively follow.

| am very relieved and excited to share that myelsdpat I initially had for this research
have more than been realised. This research hasirds me, it has supported my
intention to ensure that my practice is well groeshdn ethical practice and sound
theory. It has clarified my vision and given meaa lbetter understanding of counselling

patients with spinal cord injury.

In summary my initial experience of working at tAeckland Spinal Unit was quite
isolating. Unsureness about best practice in calimgg@eople with a spinal cord injury
and personal questions around my effectiveness @suasellor fuelled my desire to
ensure that what | was offering in my counselliogwersations with patients was going
to support patients in making the changes and tdgmrds they wanted to make. My
intention was that disability would not get in they of their hopes, dreams and

aspirations for the future.
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1.6 Research Curiosity

Fuelled with a desire and a personal commitmenéualuate my practice | started
looking at the literature about spinal cord injaryd counselling. In my initial searches |
tended to find many articles on the effects of malpcord injury on a person such as
people with spinal cord injuries are at higher ridkexperiencing depression than the
general population and people with spinal injurreport a poorer quality of life.
However, this information about depression andiguef life did not shine any light on
what would be helpful to people with a spinal camury to prevent this from
happening, if that was their preference, and aujport them in making changes they

wanted.

The work of Frank (1995) around narratives and ewse them for listening, filtering
in some things but filtering out others resonatedngly with me and it was something |
found to be immediately applicable and useful to eoynselling practice. (In a later
section of this research report | will give moreadeabout the work of Frank. However

in this section | am briefly touching on it as aya explain my research curiosity.)

Frank (1995) suggests that narratives are usestagsihg devices to filter in, or filter
out available information. We make sense of whahappening to us by the use of
various narratives. These narratives are basedhenvarious discourses that are

informing and producing us as well as we forming producing these discourses.

Frank (1995) states that there are three dominamtatives operating when the body
becomes ill. “In any illness all three narrativpeyg are told alternatively and repeatedly.
Both institutions and individual listeners stedrpéople toward certain narratives and

other narratives are simply not heard” (Frank, 199%7).

The first narrative is the restitution narrativ&his narrative supports the belief that ill
people get better, they do not remain ill. Thisratwe structures ideas of illness and
health according to the following: Yesterday | wssk, but today | am feeling better.

This narrative reflects the desire and the expectathat one will get better. This

narrative ‘filters in’ improvement and healing affdters out’ contrary information

when improvement is not available. Frank talks alibe idea that we share a cultural
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reluctance to say that our lives have gone badhys Thay result in physicians even
interrupting patients when their stories becomeourfortable. They want to filter out
that which is not easy to hear, the non-restitutiagative (Frank, 1991, p.64).

The restitution narrative accepts that the bodst, # a machine breaks down from time
to time, but like an engine it can be fixed andiiit be as good as new. The aim in this
narrative is to get back to the status quo. Inapsord injuries this narrative is seen in
people’s pursuit to walk again — “my body cannalt fize, it can be fixed, it needs a bit
of work but it will be fixed.” If a person does no#gain their ability to walk or their
condition remains chronic, the restitution narratig limiting in that it cannot help to

make sense of what is happening.

The second narrative is the chaos narrative. Thiwhen, in a sense, illness has no
words, it has no coherent story. This is the stbat happens before the more coherent
narratives emerge. The chaos story presupposesfamintrol, it has no sequence and
there is an absence of narrative order. The queptiesent is whether life will ever get

better.

Frank (1991), relating his experience of his owness, shares that the questions he
wanted to ask about his life were not allowed, theye not speakable, they were not
even thinkable...."the gap between what | feel andtwlieel allowed to say widens and

deepens and swallows my voice” (Frank, 1991, p13).

He further states that “one of our most difficulitiés as human beings is to listen to the
voices of those who suffer. The voices of therd aasy to ignore, because these voices
are often faltering in tone and mixed in messagejqularly in their spoken form before
some editor has rendered them fit for reading e hkalthy ” (Frank, 1991, p.25).
Narrative preferences tend to centralise cohemmgital versions of events. Ill people
may be positioned non agentically because of thegsitant speech and, at times their

incoherent and muddled messages.

Frank (1995, p. 110) also states that “the nedwtmur chaos stories is both moral and
clinical. Until the chaos narrative can be honourtb@ world in all its possibilities is

being denied. To deny a chaos story is to denyénson telling this story, and people
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who are being denied cannot be cared for. Peoplesavineality is denied can remain
recipients of treatments and services, but theynaarme participants in empathic
relations of care.... Often they cannot even accelpt When it is offered”.

The third narrative that Frank (1995) describeshis quest narrative. This narrative
enables the person to have a voice in his or her stary. The ill person is the central
player, not the remedy or the physician. Questesdalk of alternative ways of being
ill, illness is a journey and it leads to new ifgEy and new opportunities without

denying the chaos narrative.

A research curiosity of this study is how do |, agounsellor, honour these stories,
especially the chaos stories? How can | ensureirthaty practice | am not avoiding or

ignoring the voices of the injured? Am | making spand providing a safe environment
for patients to share with me their chaos and atheratives such as their restitution and

guest narratives?

Another research question is: Am | making spaceafbstories to be told, at the time
that they need to be told? Are there times whenes@msues are more appropriate to
discuss than other times? If there are, how wkihdéw? Do patients need, in the initial
stages of rehabilitation, to feel as though theyfare and will manage but at some later

stage need to re-visit these ideas?

Another research curiosity is the area of lossgmaf and what counselling practices are
suitable for people with a spinal cord injury. Foost people with a spinal cord injury
there are initially significant losses. Judith d@res (1993, cited in Frank, 1995, p. 54)
talks of her experience of illness and the relalesses and likens it to being
shipwrecked and losing her map and her destinatimat counselling practices could
position a person, if he/she wanted to, to re-discd re-design his/her destination map

if the previous map has been wrecked by injurylasdes?

Another aspect that | wonder about is what typeetdtionship would a person, with a
spinal injury like to have with his/her “previousdy”. White (1997) talks about his
experiences of grief work in therapy and how heiceot that discourses about

disconnecting yourself from “lost” relationships @ he calls it the “saying goodbye
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metaphor” may position a person grieving with anseof emptiness, worthlessness and
feelings of depression” (White, 1997, p.29). HenMduhat many people who have
consulted with him over problems relating to unhesgd grief have uncovered that
discourses about remembering, re-connecting andséigng hullo again metaphor”
have positioned them with new possibilities foragoing relationship with the person

they have “lost”.

| am very curious about what kind of relationshiperson with a spinal cord injury
would like to have with his/her previous body - thedy that would usually respond, at
will, to the commands of the brain. Are there elataeor aspects of the “saying hullo
metaphor” that could be useful? Are these ideamitalmss and grief for illness and
death useful when counselling people with a spioadl injury? What are the similarities
and what are the differences in counselling peopth losses that relate to injury as
opposed to losses that relate to illness and dh@e®dvancing this idea further — What
kinds of counselling conversations about losseslavbe useful for a person who has

recently had a spinal cord injury?

Issues such as sexuality and long term personas [@ee two areas that do not seem to
be routinely addressed as part of the “rehabititaprocess”. Is it best for the patient to
address theses issues once they become more \asibl®uld it be incorporated in the
rehabilitation process? Is it very visible to treient but the professionals do not want
to see it? What will be a counselling practice thdlbest serve the person dealing with

these issues?

At its most basic level my curiosity is: Am | asgithe right questions, at the right time

and in the right way?
An additional research curiosity was to become avedirmy own narrative preferences

so that patients can talk about what they want @otdthat “I am steering ill people

toward certain narratives and other narrativesemngly not heard” (Frank, 1995, p.77).

1.7 Purpose of the Study

The purpose of this study was to reflect on theenircounselling services that | offer at
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the Auckland Spinal Unit and where needed make orgments / fine tune my current
practice. The voices of the research participailsas from the literature and my
personal experience will be the filters used fas tteflexivity. The final destination
being to improve counselling services at the Aua#l&pinal Unit, not only for myself
but my hope is that this will be a useful researgort for other counsellors working in
similar settings. The approach used for this stadyocial constructionism. Chapter two
gives a detailed outline of social constructionidiscussing, discourses, position calls

and agency specifically in relation to disability.

1.8 Strands that Informed my Research

According to Libby Plumridge (2005) any one reshamethodology will have its
limitations and leave some research issues beywndeach. No research method is
inherently better or worse, only more or less appate to the research problem posed.
Given the abovementioned, | took threads from tlethodologies of action research,
poststructuralism and feminist theory. A major édastion in choosing the most
appropriate methodologies for this research was etsure that the research
methodologies produced useful knowledge and thalidt not further oppress or
objectify disabled people (Oliver, 1999, p.183).

1.8.1 Action Research

The aim of action research is that it should bdidct benefit to the participants or the
community they represent. In this research studycthimmunity represents people with
a spinal cord injury. Lather (1988) suggests that ioatent in research should more
consciously be to use the research to help paatitgounderstand and change their life
situation. Moore et al (1998) calls on prospectiesearchers of disability to maximize

the extent to which their activities promote thghts of disabled people within the

research process.

The action research process involves feedback Jomgsh loop containing, planning,
action, observing and reflecting. This is knownaas action research spiral with the
intention of incorporating new knowledges and idizam these feedback loops as one
progresses along with the research. This reseapdrirdetails many examples of how
ideas from the participants have shaped and refimgdounselling practice producing

real benefits to the spinal injury community. Soaighese areas are grief and loss in
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relation to a spinal cord injury, involving familpembers, positioning of counselling
and ideas about sexuality counselling. This re$edras also benefited the other
professionals working at the Auckland Spinal Urst through this research | have
become more aware of power/knowledge relationsthrmligh a series of workshops

have shared these ideas with the professional staff

Although not documented in this report, particigarthemselves benefited from
participation as there were at times, in the in&wvg, concerns that emerged about
adjusting to life with a spinal cord injury anddlibwed these up with particapnts after
the research. For example further discussions sathe participants about sexuality and
spinal cord injury, one participant reported thatfound the interview itself to be very
therapeutic and another participant wanted to rm&den the option of ongoing

counselling.

1.8.1.1Knowledge and positioning in action research

According to Hesse (1980, p.247) the attempt talypece value neutral social science is
increasingly being abandoned as at best unreadisabt at worst self-deceptive. It is
being replaced by social sciences based on expledlogies. In action research the
initiating researcher openly acknowledges theirliexpgnterest. There is no pretence
that objectivity is possible and or desirable.Histresearch all participants knew that |
was the counsellor at the Auckland Spinal Unit @mely knew that | was doing this

research to review and reflect on my current pcactSome of the participants were
people whom | had counselled and they took up gp®dunity to reflect and comment

on their experiences of counselling with me.

The purpose of action research is for learning wwikction and the co-creation of
knowledge. There is no intent that throughout tkeearch process the initiating
researcher remains the same, in fact it is the opppsite. Lather (1986) mentions that
an empowering approach to research is where tleangser and the researched become
the changer and the changed. The research proasdkenpotential to enable people to
change by encouraging self reflection and a betteterstanding of their particular
situation. Action research is a social processoefenerative inquiry which feeds into
collaborative learning (Kemmis & Mc Taggart, 20Qb, 254). Chapter eight of this

research report details my personal research jguane how through reflection and
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deconstruction the co-production of knowledge hasitmned me with clearer vision
and a significantly more thorough understandingiliiess and trauma narratives,
multiple positionings, my own narrative preferenegsl positioning of counselling at
the Auckland Spinal Unit.

Co-generative inquiry is based on professional asedeers and knowledgeable local
stakeholders who work together to define the probkléo be addressed. The relationship
between the professional researcher and the ldakélsolders is one of bringing the
diverse bases of their knowledge and their digtiecsocial locations to bear on the
problem collaboratively. This collaboration must based on an interaction between
local knowledge and professional knowledge. Conwgeat social research privileges
professional knowledge over local knowledge, actesearch questions this. Given the
complexity of the problems addressed, only locaketolders, with their years of
experience in a particular situation, have sufficieformation and knowledge about the
situation to design effective social change proegs8oth forms of knowledge, local
and professional, are essential for co-generatigeiiry (Greenwood & Levin, 2005,
p.55). The purpose of the research interviews waohsult with people who had lived
with a spinal injury for a number of years (locéhkeholders) about their ideas of
counselling and spinal cord injury. In addition f@ssional knowledge from books and

my own experience, both personal and professienakaved into this research.

In summary the strands from action research thexhed to be useful to this study was
the positioning of the initiating researcher intthacould openly acknowledge my
interest, and that good research co-produces kulgelevhich is of benefit to the
research participants / community they represedt the researcher — the researcher

becomes the changed and the changer.

1.8.2 Poststructuralism Strands

An aspect of poststructuralist research is an astein how knowledge and language
come to represent aspects of reality which thenoibec accepted practices and
assumptions. In the health care arena there argettd (Cheek, 2000, p.41) and
accepted ways of acting and thinking. This reseamgort looks at some of the
particular ways of representing health care and tihmse are given legitimacy and how

such legitimacy is conferred. In particular thissearch looks at how aspects of
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rehabilitation discourses, grief and loss discosieed medical discourses may position
patients with a spinal cord injury non agenticallshis report also identifies how
modernist ideas of counselling may position a celloss working in a setting such as

the spinal unit, as remote, unavailable and inatbles

This research report looks at the language of disabnd how language is not objective
and neutral but that the language we have avail@bles produces and constructs our
realities. How to make language available in a Wst supports meaning making and
enables the accessing of subjugated discourses disability and spinal cord injury is
an important part of this research report. Thiscess of meaning making troubles
(Davies, 2006) centralised discourses about spoval injury and thus holds them up for
review and consideration.

“Poststructuralism values plurality, fragmentatiand multi-vocality” (Cheek, 2000,
p.40). This research report draws heavily fronsé¢hieleas of multiplicity of versions of
events and stands against a unitary version ofvanteln this way space is made for
power knowledge relations in that it is not onl timedical version of events that is
centred but other knowledges that patients holdiath@ir cultures, themselves and their

hopes and dreams for the future.

Consideration was also given to differences inwag that a counsellor can view a
person — the counsellor gaze or the counsellor.|ddle counselling gaze is very
evaluative and assessment orientated and can ibpjgatients by focussing on
categorising clients so that appropriate treatnpdsunts, based on the categorisation of
the person can be selected. In comparison to thesetling gaze, the counselling look
was seen to be an approach where counselling atlelodknowing people’s needs and
the situations in which they occur and a willingnhés centralise caring solidarity as a
part of counselling practice by being willing toesthings through a care perspective
(Sevenhuijsen, 1998, p. 137).

1.8.3 Feminist Strands

An aspect of feminist research methodology thabrmked my research was that the
personal is the professional and in particular owpersonal stories can inform and
enrich my counselling practice rather than dethaeh it. This research weaves some of

these personal strands of my life into this report.
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Through reflecting on these personal strands, my owitural lenses and narrative
preferences have been made more visible both telfreysd to the reader. This aspect of
visibilising the personal and using these persanqgleriences as a resource in my
counselling practice has, prior to this researotnbe very subjugated discourse. | have
in the past practiced more out of dominant discemithat value a clear divide between
my personal life and professional life. Davies (@pDOdeas about “trouble the
boundaries” resonates very closely with me in r@atto the personal and the
profession. | have appreciated the opportunitydalile my ideas about the personal and
the professional and review my positioning. My preéd positioning is aligned with
feminist ideas of transparency of self and usingself as a resource within the

counselling relationship.

1.9Research Design

All patients under the age of 65 who had been digggd from the Auckland Spinal Unit
from June 2002 to June 2004 and who lived in tleatgr Auckland area were sent an
information pack about the research. This infororatpack contained a letter of
introduction from myself, information sheet re ttesearch and the informed consent

form. (See appendix | for Information Pack)

This pack was posted to sixteen people, thirteelesnand three females. This gender
balance represents the gender mix at the Aucklaphiab Unit. The identified
ethnicities (as shown on the patient’'s hospitalesptwere three Maori, eight New

Zealand Europeans/Pakeha, one Indian one Tuvadu] tmgans and one Samaon.

Two weeks after receiving the information pack ptitd participants were contacted
telephonically by Sharon Hutchins a student sosi@aker at the Auckland Spinal Unit
and asked if they would like to participate in tiesearch. The hope was to be able to
interview a minimum of four people and a maximumselen people. Eight people
agreed to be interviewed but unfortunately one greré@viaori male) was not able to
participate due to personal commitments at thae toh the year. He offered to be

interviewed in the New Year (2006) but | had algeadmpleted the interviews.
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Detailed below is a table indicating the demogreplof the participants.

Gender Children Ethnicity Reason for admission in
2002 - 2004
Male yes NZ European /Pakeha  New injury
Male yes NZ European /Pakeha  New injury
Male adult children | NZ European/Pakeha  New injury
Male no NZ European/Pakeha  New injury
Male no NZ European/Pakeha Re-admission
Female yes Samoan New injury
Female adult children|  Maori Re-admission

During the period November 2005 to December 2005seven participants were
interviewed. The interviews were taped and verbdtanscripts were made of these

interviews.

The interviews were unstructured. Raymond (cite®R@nharz, 1992, p.19) states that
unstructured research interviews maximizes disgoe@d allows researchers to make
full use of differences among people. It also cffexsearchers access to people’s ideas,
thoughts and memories in their own words rathen ttte words of the researcher.
Sociologists Pauline Bart and O’Brien (cited inifbarz, 1992, p.21) explain that
careful listening allows the interviewer to intr@m#gunew questions as the interview

proceeds. Questions can be added when unanticipegpdnses emerge.

This method of interviewing had the flexibility twcommodate new ideas and themes
but also incorporate some of the prior knowledgat tias already been gained from

patients regarding what is important. Thus newepast of what is important and what

should be covered emerged from the interviews.

| started off each interview by explaining that fhepose of the research was to gain
an understanding of what participants thought wseful to discuss in counselling as
well as what would have been useful in the coumgelivhen they were newly injured.
Participants knew that this would be the focus lné tinterviews because of the

information pack they received. (Appendix 1) The&enviews lasted for about an hour, no
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interview was longer than 1.5 hours. All particifmbut one had a preference for me

coming to their house to interview them. One paréint came to my home office.

Once all the transcripts were typed up | workeauigh them identifying the various

themes that emerged. These themes were grief, dods hope, sexuality, family

involvement and how to position counselling sersicmake it available to patients. It
must be acknowledged that these were the themeéd @ the initiating researcher
selected. | realise that the research participardyg have selected out very different
themes. These themes formed the basis of the obsddnis research is a combination of
what the research participants have said, ideas fhe literature and my reflections on
the actions already taken to improve my counseliragtice.

1.10 The Structure of the Research Report

The purpose of this report was to document pasditip ideas about what they believe
would have been helpful or was helpful in term<ofinselling when they were newly
injured. These knowledges and ideas of the paatitgpare the foreground of the report.
The backdrop of the report is knowledges from mgegience of counselling patients
with a spinal cord injury, my own personal expecemnd knowledges from books and
journals. The intention of this report is that thésmowledges from different sources be
blended in together and be a useful resource foplpewho have an interest in

counselling people with a spinal cord injury.

The chapter outlines are as follows:

Chapter One is an introduction to the study. Thiapter gives a brief background to
Spinal Rehabilitation in New Zealand and the spiseid medical facilities available for
rehabilitation. It highlights why this research wesnducted and the purpose of the
research. Included in this chapter are the resegumelstions which centre on narrative
preferences and how room can be made for the iligfesf competing narratives and
open space for marginalised discourses. The ms@gproach is included in this first

chapter.

The theme of Chapter Two is disability theory othe past thirty years. This chapter
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looks at the individual, medical and social mod#lglisability and their implications for
a person with a spinal cord injury. Chapter Twooaleoks at a poststructuralist
perspective on disability.

All of the participants in this research sharedissoof grief, loss and hope in relation to
their spinal cord injury. Society is steeped incdigrses about loss of bodily functions
and the accompanying grief and how one should respo it. These discourses come
predominantly from cultural and medical ideas algnigf and loss as well as spiritual
beliefs. Chapter Three details discourses of glsls and hope and how these various

discourses position a person along a continuunulgligated to agentic positioning.

There is a common saying amongst people who hapmnal cord injury that the first
question an injured person is confronted with,wsll“l be able to walk again?” The
second dilemma / question that the person is cotdcowith is “will | still be able to
have sex?” In Chapter Four | reflect on the injupetson’s sexuality and the questions
and concerns that may arise as a result of a spma injury. Participants in this
research study identified sexuality counselling as important part of their
rehabilitation. Chapter Four also discusses a s$i&xymoject that was initiated at the
Auckland Spinal Unit whilst | was engaged in tresearch project.

The focus of Chapter Five is the positioning of meelling at the Auckland Spinal Unit
and invitations to counselling. How can invitatiots counselling be extended to
patients and their families (whanau) in a way thatients and their families (whanau)
can make selections to attend / not attend basegreferences rather than dominant
discursive practices that position patients as waakiot managing’ if they select to
consult with a counsellor. This chapter addressesesof the discursive practices that
stigmatise people who use counselling servicesticRants in this study had specific
ideas and recommendations about how counsellinddcba offered. These ideas
focussed on making counselling accessible to pktients in ways that positioned the

patients in an agentic position with regards toube of counselling services.

The model of practice that is used at the Auckl&pthal Unit endorses that the patient,
the family (whanau), the rehabilitation specialiate all part of the same team. For
families (whanau) to be able to be part of thisrteihey need to be included and
consulted — this view was strongly supported by phdicipants. Attending to agency
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and communion of families was seen to be integraupporting the family (whanau) to
make the adjustments and changes they wanted/n&edezke and in this way enabling
them to give support to the injured person. Chafigrlooks at how a counsellor can
support families (whanau) to be positioned agelyiga their caring and involvement at
the Auckland Spinal Unit.

If my intentions as a counsellor are to create Waloorative relational stance with
clients, attention needs to be given to power Mkaedge relations. Chapter Seven puts
the spotlight on how power /knowledge relations banattended to by reflecting on
three moments or discourses about ethno culturaffereinces/similarities.
Deconstructing these discourses opens up posgdifitr a counsellor at the Auckland
Spinal Unit to pay close attention to the positicalls he/she offers patients and
especially those patients from marginalised ethudtial groups which would include
Maori patients and thewhanau.

Chapter Eight reflects back on my personal jourmay, victories, my struggles, my

hurdles and my joys.

In Chapter Nine | pull together the threads froitla¢ above chapters and | make some
recommendations as to counselling practices thatldme cautiously used /introduced in
the counselling of spinal cord injury counsellifidgpe intention of this is to provide some
guidelines that a counsellor can hold with ten&tess, when working alongside people
whose lives have been changed by the impact ofralspord injury. Included in this

chapter will be some suggestions about possibbksdoe further research.
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2. Disability Discourses

2.1Introduction

In this section | will briefly introduce disabilitiheory as it has developed over the past
thirty years. This chapter will show how disabilivas been viewed through different
lenses and depending on the lens used to view iliigabfferent aspects or elements

about disability become foreground and or backgdoun

The models as well as the discourses that willibeudsed are the individual model, the
medical model, the social model and social constmism. These discourses about
disability offer different subject positions to tperson with a disability which in turn

then offer very different identity claims.

The focus of disability theory over the past thiygars has shifted from centralising the
individual person with a disability (individual anthedical model) to societies’
responses and attitudes towards disability (sauiadlel) to the social construction of

disability.

I will discuss all three of these with particulanghasis on how these discourses position
a person with a disability. The perspective fromickhthis research report has been

written is from a social constructionist’s persjeet

2.2Individual Model

The individual model of disability suggests thasatility is an intrinsic deficit or

personal flaw. It positions the individual who htas disability with ideas that there is
something wrong with her/him and therefore the @ensith the disability is responsible

to adapt and adjust to her/his disability. Disapiliviewed through the lens of the
individual model sees disability as something uwengesirable and should if possible or
as much as possible be hidden away. Stories tiogigéell of not wanting to be seen in
public or people attempting to keep their disapititdden away stem from the ideas held

in the individual model.
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Closely associated with the individual model ofathidity is the medical model. Both of
these models place the responsibility on the indial to change. The medical model
focuses on the failure of the body to achieve ntifreastandards of appearance,
functioning or behaviour (Frank, 1995). The goatrehtment within the medical model
is to fix what is flawed. The taken for granteduwmption within the medical model is
that ‘the flaw’ is situated within the individualhence the close alignment between the
individual model and the medical model. The intemtin “fixing what is flawed” is to,

as much as possible, get back to “normal” (Frar®s).9

The perspective that disability is a personal pobtends to promote ideas that disabled
people are seen as damaged or inadequate and lbsegsantly viewed almost
exclusively in terms of the their problem or thegficits (Frank, 1995)According to the
medical model the disorder or problem needs toixetifand the specialists from the

medical team can intervene to fix the problem (&nj\1996).

An assumption of the medical model and individualdel is that the medical experts
hold the knowledge as to what is best. Valued kedgg is viewed as stemming from
books, technological equipment, empirical reseaand other medical professionals.
Local knowledge of a patient, socio political andtaral knowledges are viewed as too
subjective, highly unreliable and of not much vawi¢hin these models of describing
and understanding disability (Oliver 1996).

The medical model and the individual model positiba individual as the one who has
to adjust and bring about the necessary changedarabmpliant with the treatment
programme. This stance positions people as passiveients of care who receive what
others have to offer rather than active agentshairtown lives. The medical and
individual model do not challenge society as beggponsible for their attitudes towards
and responses to people with disability. Withinstimnodel the individual with the

disability have to take responsibility to fit in daradjust to society. This model also
positions professionals with the responsibilitykriowing how to fix it” and the need to

have all the answers and solutions which if folldweuld sort “the problem out”.

Oliver (as cited in Corker & Shakespeare, 20023psBiggests that the individual model

and medical model of disability were very limitinfhe models were problematic as
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people’s personal experience with disability showrezin that their disability was “not
the problem” but rather society’s attitude towadisability was the stumbling block.
For example needing a wheelchair for mobility ig tiee problem but rather societies
attitude towards a person who needs a wheelchamdbility is the problem. The social

model developed out of this above-mentioned chgdéen

2.3 Social Model

The social model of disability challenges society reeeding to make changes and
adjustments around its attitude and ideas aboabtlity. From this perspective, people

are not viewed as disabled but rather societygaeses to disability are disabling.

The social model locates the key interventions dsability to be within the
realm of social policy and institutional practidé.implies that people with
disabilities should be actively involved with decismaking about their own

lives rather than being merely passive recipiehteovices.

The two basic characteristics of the social modelis rights-based approach,
which requires that people with disabilities reeeitie help that they need as an
entittement, and its orientation to community-basagport, so that people with
disabilities are recognised as participants inctvamunity (Ministry of Health,
2002).

The implications of these aspects of the social ehade that it is a person’s right to
have access to amenities, to have access to sufficare and the right to active
participation in the community. People with disdlgis should not have to lobby and

beg for these services, these services shoulddvedpd.

The social model further suggested that there moedaspects to disability to be taken

into account namely impairment and disability.

Impairment is viewed as the functional limitatiareised by physical, mental or sensory
deficits (Barnes, 2003). For example if a persothwai spinal cord injury is unable to
move their arms this inability to move their armsdahands would be regarded as
impairment. If a person cannot walk as a resula gpinal injury the not being able to

walk would be a walking impairment. A person wkdard of hearing is for example
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hearing impaired. Solutions for functional impaimheare usually addressed by
technology such as the use of a wheelchair forpdgrson confronted with a walking

impairment or the use of a hearing aid for the @essith a hearing impairment.

Disability is the second aspect to be considerdatiinvithe social model. Disability is
defined in the social model as the loss of opparguand limitations. This loss is
imposed on top of the person’s functional impairtnérhe loss of opportunity or
limitation is the disadvantage or restriction otiwty caused by contemporary social

organisation that takes little or no account ofgde®s physical impairments.

An example of how a person with a spinal injury exgnced disabling practices was
when she went to the hospital for a gynaecologgsamination. The hospital did not
have a hoist (the equipment used to transfer apdrem their wheelchair to the bed) in
that particular outpatient clinic. The woman wasréfore asked to open her legs whilst
sitting in her wheelchair, so the gynaecologistid@itempt to examine her. These kinds
of practices are disabling. The disability is tleeial context in which the impairment is
experienced and the way it is treated rather thanattual functional impairment. It is
not the functional impairment that is disablingisitthe way people are treated (loss of

opportunity or limitation to have a dignified exaration) that is disabling.

Hockenberry (1995 p. 107) shares his experiend®ioig dependent on a wheelchair for
mobility and trying to enrol in university study.eHnentions that whilst universities
today may be a lot more accessible to students avithsability, there are still many
lecture theatres that are not wheelchair accesdibleis experience lecturers were not
very open to accommodating people using wheelchdwskenberry was informed that
the lectures he selected could be moved to wheelabeessible rooms. The professors
however all tried to avoid moving their classese Hudministration then asked that he
complete a formal request to the university for tequired changes. One professor
queried whether John Hockenberry was absolutelg sbhat he wanted to put the
department of Humanities to all that trouble. Jatumd this request an unexpected spin
on the meaning of the word humanities. The abowrgke of Hockenberry’'s struggle
to enrol in university papers is what the socialdelowould define as disability. It is
viewed as the disadvantage or restriction of agtiglaced on top of one’s physical /

functional impairments.
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The social model advocated that the problem waetes oppressive attitudes towards
disability, not the functional impairment itselfathcould be regarded as being disabling.
Society discriminated against people with impairtaefWithin the social model this
discrimination of society was the disability, thisability was the barriers to participate
in all aspects of society. The disability was nog inability to be able to do certain
functional things. According to this stance if tlh@vas no discrimination against the
person with the disability, there would be no swdmcept as disability. From this

perspective disability was imposed by society ooppee with impairments.

Michael Oliver (1996) thus proposes that disablenh@s nothing to do with the body of
a person with impairment. In terms of the socialdel, impairment neither equals, nor
causes, disability; rather, disability is a formsotial disadvantage, which is imposed in
addition to the person’s specific impairment Thistidction between impairment and
disability served as a useful focus for the orgatioss for people with
impairment/disability to advocate and lobby for theghts of people with
impairment/disability to participate more extengpviem society. The model also altered
the position calls of the disabled / impaired parsas it took the focus off the
individual's responsibility to change and focusedtbe actions and responsibilities of
society. Society was then held accountable to anumsate all its members and value
differences and diversity. It shifted the strugfylam the individual to a challenge of a

disabling society.

2.3.1 Limitations of the social model

The distinction in the social model between impaintnand disability has been useful as
it has brought into focus the rights of disabledge. However, it also turns out to be
limiting as it holds these ideas of disability amgpairment as separate discrete entities.
Tremain (2002, p.33) in critiquing the social modekntions that the dichotomy
between impairment and disability denies the expee of the person’s body, the
personal experience of functional impairment. Sslesabout the personal effects that

the impairment has on each individual.

In this regard to the personal effects of impairtn&iack (1999) relates how after a
spinal cord injury she needed to find a new ‘vaiCEhe voice she knew was one of
movement. Prior to her injury she had been a tbfete. One of her preferred ways of
expressing herself was through movement. As atre$dier injury the ‘language’ that
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she knew and felt at ease with, the one of movenvess no longer accessible to her.
When she felt stores of anger which grew into uailcgroportions within her, she had
no knowledge that she was aware of, at that poinime, what to do with the anger.
She relates how frightened she was of the anger.s&ttes “I had lost my dominant
language (physical movement) and had not yet lehenhew one” (Slack, 1999, p.29).
This experience shared by Slack is about the palsdfects of functional impairment
on her. For her it was not about society’s respetsdier disability. She was struggling
with her own personal response to her body andntipairment that she found limiting
and frightening. The social model does not seeenttmmpass these personal aspects of

functional impairment.

Another limitation of the social model is that @ies not pay attention to those functional
impairments that are invisible. If the social modefocussing mainly on disability as

society’s oppressive responses to functional impant, does that mean that if there is
no oppression/limitation of the person with impasmt then a person is seen as not

disabled?

Not all spinal injuries are visible to the outsidieserver. However, persons with such
injuries may have a high degree of pain, tire meagly than other people and are not as
agile and strong as before their injury. The symysanay be invisible to an outside
world. The question that arises when using theasocodel lenses is the following: Are
people with invisible impairments only impaired rfdionally limited) or are they
disabled as well?

Social construction theory offers an alternativesief making meaning of disability.

This theory goes some way in shining light on safthese aforementioned difficulties.

2.4What is Social Constructionism?

Freedman and Combs (1996, p.16) state that the pnamise of social constructionism
is that beliefs, values, institutions, customselapblaws and anything else that makes up
our social realities are socially constructed bynthers of a culture. These social
constructed realities are not static realities dmat fluid and change over time; it is an
ongoing dynamic process. Reality is re-produced fogople acting on their

interpretations of this reality and their knowledgjat. In other words societies construct
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the ‘lenses’ through which their members interpinet world. These interpretations then
come to be regarded as ‘facts’ and ‘truth’ but tlaeg only socially constructed ideas
and concepts that change over time. These lensek wi use to interpret the world are
the knowledges that we hold about the world anduebow things are in the world.

These knowledges are continuously being construatati co-constructed by society.

Social constructionism therefore questions the iptisg of finding essential, objective
facts. This approach questions the validity of tresothat apparently predict underlying
essential truths. Social constructionism suggestsare multiplied positioned and are

constantly producing and being produced by theodises that are available to us.

The implications of this ongoing production of aelkgs, in a multiplicity of positions,
for a medical setting such as the Auckland Spinait i that social constructionism
would question the usefulness of a heavy reliantestandardised methods of care.
These standardised methods and practices are bathd assumption that there is such
a thing as an essential fixed reality which cannmmasured, altered and described in
some predictable way. These ideas about preditiabilhow for example a person will
respond to a spinal cord injury invites professismiato practices of care that tend to be
standardised based on diagnosis rather than tinadadl needs of the patient. Flowing
out of these discourses about predictability p#tieare given standard treatment
depending on their type, category or label for epl@niC5 complete male in room 921
needs a super pubic catheter” rather than an shagViapproach that pays attention to
individual difference. Practices informed by distss about predictability position a
patient to be ‘within normal ranges of progress’ afternatively ‘not responding as
expected’. This standardised approach to care o$kectifying patients (through the
medical gaze) and there is a risk that patientdraeged as objects rather than unique

people with multiple realities.

Social constructionism stands against ‘one sizedlit practices of care.

Social constructionism would argue that realitiess socially constructed and not based
on objective facts. Social constructionists arestfaw more interested in how people are
making sense of their experiences and how thegeriexces are influencing the

‘lenses’ through which they live their lives. Sdaanstructionists are interested in how
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patients are making sense of the information treyelavailable to them and how this is
positioning them on their journey of living with spinal cord injury. This approach

requires careful attention to detail and the uniepeeriences of each person. The filters
or lenses that people use to make sense of whapsening to them will be discussed in

more detail in the next section.

2.4.1 Discourses / Language and the Production of Power
Another key concept in social constructionism iattheality is socially constructed
through language. Social constructionism deemsldimgiuage constitutes our world and

our beliefs:

... the only worlds that people can know are the @gwe share in language and
language is an interactive process not a passoavieg of pre-existing truths....
Every time we speak, we bring forth a reality. E&ioie we share words we give
legitimacy to the distinctions that those wordsgriorth (Freedman & Combs,
1996, p.28).

For example the language used in the following mptseabout wheelchairs offers
different position calls and brings forward diffeteealities - being wheelchair bound,

in a wheelchair, using a wheelchair for mobilitpydausing a wheelchair to get around.

Taking the idea of language even further, just &king about disability legitimises
disability as a concept to be talked about. From prerspective it means that if there

was no language for disability, disability wouldt h@ seen as a concept.

The language that we use is organised as narrativeteries of events. These stories of
events cluster together and are called discoutsesgyuage is structured into a number

of discourses.

A discourse refers to a set of meanings, metaphemesentations, images,
stories, statements and so on that in some waytheg@roduce a particular
picture that is painted of an event... The pointHattnumerous discourses
surround any object and each strives to represeftoaostruct’ it in a different

way. Each discourse brings different aspects ioto$, raises different issues for
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consideration and has different implications foratvtve should do (Burr, 2000,
p.48).

There are many discourses constantly at work aectstg and producing a person’s
multiple identities. Within these multitudes of cisirses different positions are
available which we can accept, change or resisvif3a 1991). Positioning within a
discourse is “the process by which discourses pteaple in relation to each other —
usually in power relations of some kind” (Monk, Wiade, Crocket, & Epston, 1997, p.
304). These positions provide possibilities andiraitations for what we may or may
not do. These different positions offer differepeaking rights and depending on the
position we take up we have available a limitedagetoncepts, images, metaphors and
ways of speaking that we take on as our own. “@mse of who we are and what is
therefore possible for us to do, what is right apgropriate for us to do, and what is
wrong and inappropriate for us to do all derivarirour occupation of subject positions
within a discourse” (Burr, 2000, p.146). These disses however are not static, we are
continuously constructing and co-constructing tleealrses through which our version
of events / meaning making is produced. This in ghifts and changes our positioning

within those discourses which then in turn charigegpower/knowledge relations.

For a patient at the Auckland Spinal Unit there rardtiple position calls which offer
different speaking rights depending on the positaken up. Within disability there are
also a multitude of position calls which offer éifént speaking rights and inform a
person with a disability about what is right angmpriate and what is inappropriate.
Fortunately a person is not stuck in a particu@siton call. These position calls can be
resisted, subverted, changed or accepted — hencareveonstantly produced and
producing ourselves within discourse. In the sanag as there are multiple positions
that a person can accept, change or resist witldis@urse there are also numerous

discourses available to a person.

Davies (1991) states that we are constituted throngltiple discourses at any one point
in time. These multiplicities of positioning withiscourses are not always congruent
with each other, but may even contradict each otheénove we make as correct within
one discourse may be equally inadvisable / dangevathin another. For example a

patient at the Auckland Spinal Unit may be posiidras afraid to speak out against
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practices of care that they are not in agreemetit as they are positioned within the
medical discourse as non agentic and the ‘explent®v what is best for you. However
in opposition to this, flowing out of discourses pétient’s rights these discourses
position patients to speak out and inform healthcqtioners if they are not in
agreement. These two discourses (patient’s rigetodrse and medical discourse) may
be contradictory to one another and a move madenen discourse may be risky in

another one.

Within discourses and the positions taken up taken resisted there is the concept of
agency. Agency is “the extent to which individuedsh act for themselves and speak on
their own behalf (Monk et al.,, 1997, p.301). Davieentions that agency “is never

freedom from discursive constitution of self bute tltapacity to recognise that

constitution and to resist, subvert and changedibeourses themselves through which
one is being constituted” (Davies, 1991, p.51).ekspn is never free from discourses.
However, a person has the possibility to take upace positions and attempt to resist
others. The extent to which she/he is able to doishreferred to as agency. If a person
is able to select and or resist the position dhlis are being offered she/he would then

be agentically positioned within that discourse.

For example some patients that | work alongsidevelgt resist the idea that because
they are unable to wipe their own bottoms, corttrelr bladders or their bowels that this
gives them any less speaking rights when it coneeslecisions about their lives.
Whereas other patients experience this loss of dhisity to control their bodily
functions as a loss of agency to such an extehttlieg also become hesitant to use their
speaking rights. According to Winslade (1994) fourselling to be truly transformative
every counselling interview should be seen as dospolitical context in which
dominant discourses are at work. The counselloulshoork with the client to name the
oppressive force(s) at work in the client’s lifedatmen support developing awareness
through resistance. The intention of counsellingoigive patients the opportunity to
reflect and deconstruct various discourses and guaition calls that are on offer and

they can then select and develop preferred supgestions.

In summary therefore the way we understand thedaamitl make meaning of the events

in our lives (such as a spinal cord injury) is sdlgi constructed. According to social
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constructionism there is no such thing as an es$édnith. Reality is not singular or
objective, it is rather something that we are poogly and co-producing in relation to
each other. Our ways of understanding the worldabsays historically and culturally
relative. The way spinal cord injury is known istorically and culturally relative and
this knowledge is produced and co-produced thrdagguage. Language is the context
through which these worlds are known. Languagenisnéeractive process bringing
forward certain constructs and rendering invisiieers. These constructs or version of
events represent discourses which in a sense arltets or lenses which we use to
understand the world and our life experiences. Withese discourses some knowledges
are dominant and therefore taken for granted assonspthat they represent an accurate
version of events, in a sense these dominant kmigeke hold the stamp of truth.
Whereas other knowledges within these discourssubpigated and less known and do
not have the same ‘authenticity’ as those more danti knowledges. The more
dominant a discourse is the more power/knowledgergpresentation of that version of
events holds. Within discourses a person can tgkerasist, subvert or change the
position calls on offer. The extent to which a perss able to do this (resist, take up,

subvert, change) is the degree of agency thatlheg within that particular discourse.

In this next section of the report | turn to so@ahstructionism and disability resulting
from a spinal cord injury. There are many dominaigcourses about disability.
According to Roberts, Francis and Eastham (19986 p57) these dominant discourse

about disability attempt to position people witsabilities into:

Keeping us housebound, try to keep us invisibletdrbreak our will, try, try to

tell us we aren’t good enough, try to tell us we anemployable, that we can’t
do it, we are not desirable to others, we haveattglife, we don’t have the
same desires as other people, focus on what isgmath us and on and on it

goes.

The purpose of counselling is to liberate / makevkm subjugated or marginalised
knowledges that stand against these dominant disesu
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2.5 Social Construction of Disability

If our values, beliefs customs and categorisatmngeople are socially constructed and
they are being constructed and co-constructedlavis that disability will be viewed in
many different ways depending on the lenses selettavailable. The selection /
availability of these discourses or lenses areucally and socially constructed and they
are dynamic and change over time. There is no aitary definition of disability. From
my experience of working at the Auckland Spinal tUhihave noticed numerous
discourses (taken for granted assumptions) abgabdiity. | have also noted how for
many patients and their familiewltfanay) these discourses about disability and spinal
cord injury change and alter over time.

From a social constructionist perspective our rerer of actions are guided by the
discourses available to us. The focus for coumgglleople with a disability thus
becomes discourses about disability and their prtbgki power which patients and their

family (whanay may select to take up and /or resist and/or obhang

From my experience of working alongside people watrispinal cord injury | have
observed and been informed about some centralisedndnt discourses about spinal
cord injury. In particular there seems to be domindiscourses that relate to an to
inability to walk and inability to control (in thnormal” way) bladder and bowel and a
dependency on other people to assist with persmarak. The subject positions offered
by these dominant discourses tend to invite peotle a disability into identity claims
that may position them as less agentically posgibtihan a person who does not have a
disability. | have however noted at the Aucklandingp Unit that there are many
subjugated discourses about disability that stayadnat these dominant discourses and

offer an agentic positioning to people with disepil

When a person is newly injured the readily avadabbminant discourses that may
inform a person about how to go on may positiomthen agentically. For example
some of the ideas, beliefs and values that | hatednthat have been produced by
discourses of monetary success, independence diddumlity as well as parenting

discourses are as follow:

O If am in a wheelchair, people will think | am aetled.
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If my body is not perfect how will any person beadted to me?
If I am in a wheelchair, | will be an object of ypitand | do not want anyone’s
pity.

0 It is not possible to have a normal sexual relatgm if you have a spinal cord
injury.
| am less of a person if | cannot be completelepehdent.
| have let my family down because | cannot contitaube a breadwinner.

How can | really be a mother if | cannot care propfr my children?

The position calls that these discourses menti@teye invite a person into are almost
without exception not the person’s preferred posgi To give opportunity for people
to review their current positioning, alternativernaéives need to be reconstructed by
accessing counter narratives (subjugated narratied®ut disability. This gives
opportunity to bring different aspects into foctases different issues for consideration

and offers different implications for what a persmuld do (Burr, 2000, p.146).

In addition we are constituted through a multipjiciof different and at times
incongruent and or competing discourses. The pathnlife changing impact of a
spinal cord injury challenges a person to take og ar resist position calls about
disability and the many many other discourses #itabmpany it such as body image,
independence, health and wellness, sexuality, hewneasure worth to name but a few.

This quote highlights the complexity of disability.

The global experience of disabled people is tooptemto be rendered within
one unitary model or set of ideas. Consideringrdrege of impairments under
the disability umbrella: considering the differemays in which they impact on
individuals and groups over their lifetime; considg the intersection of
disability with other axes of inequality; and caieing the challenge which
impairment issues to notions of embodiment, weebeliit could be argued that
disability is the ultimate post-modern concept &or& Shakespeare, 2002,
p.15).

In western society there seem to be very prevalentralised discourses that relate to

body image, sexuality, financial independence,itgbid walk, being able to physically

36



control ones bowel and bladder, being able to miaylyi control ones body, parental
responsibilities and a spinal cord injury has tleptial to call into question all these
taken for granted assumptions. It is for this reasoeat | agree with Corker and
Shakespeare when they say that disability is tcoptex to be rendered within one
unitary model and | have found that it continueschallenge my taken for granted
assumptions about what is “normal” and what is Ur@lt — hence my experience
resonates with Corker and Shakespeare’s suggakbtont is the ultimate post modern

experience.

2.5.1 Disability and New Relationships
When disability as a result of a spinal cord injagmes into a person’s life the person
with the disability is positioned as needing to elep a whole set of new relationships
with the equipment and carers which she/he needl r@&sult of the spinal injury. The
equipment could include catheters, standing franveiseelchairs, banana boards,
strollers, commodes. For some people there is sthradditional equipment that a spare
room is required to store it all. The relationstiat a person has with this equipment

can be quite central in how she/he adjusts to disadis a result of a spinal cord injury.

For example some people who have a spinal cordyirgnd need wheelchairs for
mobility have informed me in counselling that theiew their wheelchairs as being
“quite cool”, they are very specific about the aotg the size, the weight and how
manoeuvrable they have to be. These people takieeupositioning of being “cool” and
view their wheelchairs as giving them the oppottuno be different in a crowd of
people. There are other people who are positiomedfriendship relationship with their
wheelchairs. | have known patients at the Auckl8pthal Unit become very upset and
angry if their wheelchairs were not in their room$iey have told me that it feels as
though a part of them “has been removed”. | haw® aeen people who need a
wheelchair for mobility who are positioned in adatlationship with their chairs. This
hate relationship invites them into being ashametiteying as much as possible to hide

the chairs away (which normally means themselvegedy from the public eye.

Relationships and the position calls they offer @@atral to social constructionism. In
working alongside people with a disability as autesof a spinal cord injury

relationships with equipment and carers may nedx tdeconstructed and reviewed.
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2.6 Conclusion

It is my observation that there are some very milaltic centralised discourses (taken
for granted ways of being) that are available tdigpés and their families about

disability. At any given moment a variety of discses can be in circulation and some
of these discourse may compete or contradict edwdr.dcach discourse brings different
aspects into focus, raises different issues fosida@nation and has different implications
for what we should do (Burr, 2000, p.45).

The purpose of counselling is to assist the clieindentifying the discourses influencing
them, and to give them opportunity to consideritfieience these discourses may have
on their lives. This recognition of discursive pimsiing allows for degrees of choice for
people to then claim, resist or relate differentiigh those identified discourses (Burr,
2000).

The intention of counselling is to open space ha tonsideration of these discourses
and if needed bring forward alternative or subjadainot currently visible) discourses
that may not be as readily available to a persdme problematic nature of these
centralised and pervasive (in Western society) adisses, relating to disability, is

challenged in counselling by making visible the gnaalised discourses.

Disability affects people in very individual wayadaso whilst there may be common
themes each person needs to be respected as yngséloned. There is no such thing
as a “one size fits all solution.” This researckatly demonstrated the vast differences
in the way that people responded to their injury.
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3. Spinal Cord Injury: Grief, Loss and Hope

3.1Introduction

Nobody is exempt from loss — loss of innocencectionality, health, loved ones, hopes
and dreams, money, status ... The list continue®stlad infinitum Sluzki (cited in
Neimeyer, 2000, p.4) comments that losses “arsliheow of all possessions — material
and immaterial.” If we have possessions, eitherenwlt or immaterial, we are

vulnerable to loss. When we experience loss, wenatspond with grief.

Much has been said and written about loss and.gRefigious writings, cultural
traditions, medical and psychology textbooks, aweénefamily therapy all present
discourses about loss and the accompanying gmef;they suggest various ways of
responding to loss and the grief and other feelaggociated with loss. The discourses
available to us shape the meaning we attach tdosses we experience, and suggest

how we can and or should respond to these losses.

The many losses experienced by those who have Isathal cord injury also lead to
grief. Because patients with a spinal cord injuhg staff at the Auckland Spinal Unit
and the family Wwhanay) members of the injured person are all exposeal tariety of
discourses about loss and grief, they are postioneelation to their loss and grief in
various ways by the discourses available to theautaloss and grief. These discourses
inform a person with a spinal injury and that patsdamily how they live with a spinal
injury. Such discourses offer different positions ppwer and agency, and confer
different speaking rights. Various positions takgn and/or resisted around loss and

grief are reflected in the interviews with the papants in this research.

In the first part of this chapter, | discuss sonfighe discursive practices commonly
associated with losses relating to a spinal copdrynto show how these practices
position people with a spinal cord injury, theirmidies @hanay, friends and

acquaintances, as well as the professionals worélaggside them. This positioning
reflects the degree of agency the injured persendmal the options available to that

person to go on with life.
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In the second part of this chapter, the voices haf participants reveal how such
discourses positioned them in their journey with tbsses and the grief that resulted
from their spinal cord injury. Lastly, | reflect amy own practice, weaving together
ideas from the participants, the theory, as welingsexperience of working alongside

people who have experienced very significant logséseir lives.

3.2Discourses about Losses and Spinal Cord Injury

A person and/or his/her familywbanay may experience numerous losses as a result of
a spinal cord injury. These losses could includdoss of physical functioning,
significant relationships, status anmhng any belief in the predictability of life, money,
recreational pursuits, body image, personal siggifte, a physically pain-free life,
dignity, mothering and fathering opportunities, inmacy, career opportunities,

employment, and many other losses.

Loss is a central theme for most people with aapiord injury, especially just after
they have sustained the injury. As Frank (1995)gsests, life will be different. This
difference includes both losses and gains, bubeatime of illness or injury, the gains
are unknowable, while the losses are very selfentid Because loss is such a central
theme in working with people who have had a spicaid injury, identifying the
discourses commonly associated with the lossesdlistbove is important — these

discourses affect people’s responses to theseslosse

The dominant discourses around the losses andagsefciated with a spinal cord injury
that seem to inform the storylines of the stafe thatients and their families at the
Auckland Spinal Unit tend to centre mainly on pololgical theories of loss and

grieving, religious teachings about loss and g cultural traditions about loss and
grief. These three areas are not mutually exatuaind they all influence one another to

various degrees.

Discourses have implications for what we can do wahdt we should do (Burr, 2000,
p.54). Discourses inform us “how we should go dmgiv we should act or respond. A
multitude of discourses are constantly at work eytmange on a continuum from

centralised (dominant) to decentralised (margiedlisin Chapter Two of this research
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report | showed that the more centralised or dontiadiscourse is, the more it is a
taken-for-granted “truth” that is accepted as tlreae€” version of an object or idea. As
has already been explained, this taken-for-gratrtéd is not the truth; it is a particular

version or construct of the object or idea.

A number of centralised discourses about the lossdgyrief associated with spinal cord
injury are taken-for-granted “truths” informing tis¢aff, the patients and their families
(whanay. The more commonly accepted or ‘obvious to aldiacourse is, the more
difficult it is to “trouble” (Davies, 2006) it antb deconstruct it. In other words, the
ideas, values and beliefs that a particular dismuepresents are so prevalent that little
or no space is opened up for the ideas, valuedbalnefs that feed into that discourse to
be reviewed and reflected on or deconstructed.riibiee similarities there are between
the dominant discourses that influence a groupeoipfe, the more difficult it is to see
other constructs or versions of an object or idéaveryone within a group sees
something in the same way, it becomes extremeficdlif to see alternatives and other

ways of viewing something, or other constructsensions.

At the Auckland Spinal Unit, the ethnicities of te&aff and the patients are similar.
They are predominantly Pakeha, New Zealand Eurgpedaori and Pacific Islanders.
Because of the resonance between the ethnicitisgafifand patients, the storylines of
loss and grief are often informed and influencedhH®sysame dominant discourses. This
can sometimes be problematic, especially if theidant discourse about loss places the
patient in a position where he/she has no ageney discourse may be so powerful
(because everyone clings to that storyline) thatttouble” or “unsettle” it can be
difficult.

In this research, | focused specifically on thedisses of loss and grief held by Maori,
Pacific Islanders and New Zealand Europeans. Howetvéhe Auckland Spinal Unit, a
small minority of the patients are Asian. | hademse that, culturally, the dominant
discourses about loss and grief held by Asian pati@re quite different from the
dominant discourses of the other patients. The oblestribution and “making right”
with the aggrieved person seems to be more indrefrbnt in the discourses used by
Asian patients than with other patients | have wdrkalongside of. | voice this

observation about retribution and “making right'trexnely tentatively, as | do not have
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much knowledge of discourses of loss and grieh@Asian community. | am intensely
aware that there are likely to be vast differenaéhin the Asian community itself.

While it falls beyond the scope of this report tplere the discourses that affect the
Asian patients, the brief comments about theseepiatinere emphasise that different

cultures are influenced by different discourses.

3.2.1 Psychological Theories of Loss and Grief
In this section | discuss three psychological tlesoregarding loss and grief. The first
theory is that of Elisabeth Kibler-Ross. The secwmnthat of Robert Neimeyer, who
writes from a constructivist perspective to grieérapy. The third is that of Arthur
Frank, who writes from a post-structuralist persppec Some ideas about hope and grief
from the writings of Kaethe Weingarten are alsacassed. Her approach to loss and

grief also tends to be post-structuralist.

The three writers whose theories are discussedetaildbelow write about loss in
relation to illness, but Elisabeth Kibler-Ross &ubert Neimeyer write primarily about
loss as a result of death (impending or actual)ymitst be noted that, while these
discourses relate to loss and grief related tohdead illness, there is little or no
literature on loss and grief related specificabya permanent injury such as a spinal

cord injury.

The literature specifically about loss and gridatiag to an injury that is not an illness

and an injury that has permanent implications sasha spinal cord injury is very

limited, indeed, virtually non-existent. There amveral studies about spinal cord injury
and depression, but there is scant informationpamas cord injury, and loss and grief in

relation to this. This paucity of information abdass and grief in relation to a spinal

cord injury may be influenced by discourses thajgest that grieving and depression
are closely aligned with each other. In other wprthe words “depression” and

“grieving” are used almost interchangeably andthezefore taken to mean almost the
same thing. However, as Neimeyer points out, ‘ieoesearch evidence fails to support
cherished models that assume that grieving is sadgs associated with depression”
(Neimeyer, 1999, p.65).
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3.2.1.1Elisabeth Kubler-Ross

The writings of Elisabeth Kiibler-Ross on loss andfdhave had a significant impact on
both the medical profession and the general publés. book,Death and Dyingwhich
was first published in 1975, has been described asrld-famous best-seller, as an
important book that can help families understanditwh going on as the death of a
loved one draws near, and as a “must read” for m@\seriously interested in issues
surrounding death and dying (http://www.growthhousey/books/kublerl.htm - date
2/06/06).

Based on Kibler-Ross’s interviews with hundredspebple who were dying, she
theorised that people go through five stages whew tlie. These stages are sequential.
In other words no stage can be skipped and alestagust be experienced sequentially.
If someone does not resolve the challenges assdcwith one of these stages
successfully, he/she could ‘get stuck’ in this stampd not move to the next. The last
stage of grief is acceptance. Kubler-Ross’s worgli@s that acceptance is the desired

result before one dies and or “comes to terms withss”.

The first stage that Kibler-Ross identified wasidleand isolation. In this stage, a
person denies that he/she is going to die or thiahle has experienced a significant loss.
The person continues as if nothing has changedoard/ if the change will not be
permanent and/or as if perhaps there has been susteke in the diagnosis, and as if

more tests are needed for confirmation.

The person then begins to realise the reality efltiss; and the second stage of grief
starts, namely anger. The person realises thahédnedannot change the outcome of
events. This anger may also be a form of blamitegnimg others or oneself for things
done or not done, for example, anger at the medeah for not intervening more

quickly.

The third stage involves bargaining. In this stdge,person tries to understand why this
has happened to him/her and then tries to bargaihem way out of the situation, for
example, by reasoning that if the person startstitrg his/her family better, or starts
praying more, or eats healthy foods, or attendthaliapy appointments, then the person

will not have to experience this loss.
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According to Kibler-Ross, from bargaining, a persoaves to depression. Once the
person can see that he/she cannot bargain his/werowt, or strike any bargains to
remove the situation from him/her, the reality lo¢ toss becomes very apparent to the

person; and this results in depression.

Giving grieving people an opportunity to talk aboleir sadnesses and the losses they
are experiencing helps them to move to the acceptatage of grief. Acceptance is the

preferred end point for any person dealing witls lasd grief, according to Kibler-Ross.

Klbler-Ross’s theory is deterministic, in the setisat there is a cause and a direct
effect. So, for example, when she describes tlgesthdepression, she states that when
a terminally ill person can no longer deny his/tieess, when the person is forced to
undergo more surgery or hospitalisation, he/shaaalaugh the situation off anymore.
His/her numbness or stoicism, his/her anger and isagoon replaced with a great sense
of loss. This loss causes the first type of depoessvhich is a preparatory grief. The
second type of depression is a result of impenttiag. When the depression is a tool to
prepare for the impending loss, in order to faaiéitthe state of acceptance, it is contra-
indicated to tell the person not to be sad. If inefis allowed to express his/her sorrow,
he/she will find a final acceptance much easier la@/dhe will be grateful to those who
can sit with him/her through this stage of depm@sgKubler-Ross, 1970, pp. 75 -77).
This very direct relationship between cause aneceffreates an impression that there is
a right way to grieve, one which will result in aptance; and there are also wrong ways
to grieve. The theory suggests that there is only @xperience and one reality which is

consistent and deterministic.

Because this theory is so deterministic, it haspihiential to place people in a position
where they have no agency when it seems as ifdneyot following all the required
steps and stages in the grief process. The undgrgssumption of this theory is that, if
a person grieves in the “normal” way, which is atke “right” way, the person will
progress through these stages and come to aceetetitable. If a person does not do
it in the “right” way, he/she will not progress ttugh all the stages and may get stuck in
one of the stages, never “coming to terms with*amcepting” the loss. So, for example,

one person whom | was counselling said to me: “Indd think | grieved properly
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because | never went through the anger stage.”dl$wurse placed this person in a
position where he had no agency, leaving him wislkergse that there was some deficit in
the way he managed his grief process and thatstmaild have been done in the

prescribed or expected way.

Kibler-Ross’s work has had an enormous influenceoamety and on discourses on how
people in a Western tradition respond to loss aied.dHer pioneering work in the 1970s

was a forerunner in deconstructing the then domidetourse in Western society that
the best way to deal with death was to not talkuaioHer work has encouraged people
to talk about death and dying and has itself becangd®minant discourse on ways of
dealing with different kinds of loss.

3.2.1.2Robert Neimeyer — A Constructivist Approach

Neimeyer’'s writings about loss and grief suggest there are a number of common
reactions, feelings and processes of healing fosehwho are bereaved. There is a
“typical” grief response, but this response is moitversal. Although many people would
have a “typical”’ grief response, there are alsodrtgnt variations among mourners as a
result of who they are, and how they usually copih w&dversity. Neimeyer regards
popular grief theories as mere simplifying assuon#i about stages of emotional
adjustment to loss and universal tasks to be neabstey a bereaved individual. Instead,
he argues that the intimate details of people’sedmf loss suggest a complex process
of adaptation to a changed reality, a processishattthe same time immensely personal,

intricately relational and inevitably cultural (Meeyer, 1999, p.66).

The “typical” grief cycle that Neimeyer refers tonsists of three sequential stages.
These are avoidance, assimilation and accommodatowever, Neimeyer cautions
that it is misleading to speak of “stages” of gy as if all mourners follow the same
path in their journey from painful separation tagmmal restoration — there are many
individual differences. He refers to them as pbabat he mentions that the grief cycle
may be more accurately described as a process wheréakes two steps forward and
one step back (Neimeyer, 2000, pp.5-9). Additiatethils about these three phases are

set out below.

Avoidance— Especially with losses that violate their expgons, people may find the
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reality of the loss impossible to comprehend andwamd the reality of the loss. People
may respond with shock, numbness, panic or confugio other words, there may be
physical, cognitive, emotional and behavioural oeses to the loss. As the reality of the
loss sinks in, the loss may invite angry responédternatively, people may find that

one moment they are denying the reality of the,ltss a short while later they are

overcome with grief and anguish as a result otdks.

Assimilation— To some extent, avoidance and anger protect @digrh the full impact

of the loss. Neimeyer suggests that, once the awo& and the anger subside, people
begin to assimilate the loss into their lives. Regpart to see the significance of the loss
for their lives. This is often accompanied by loness and sorrow and possibly

deepening despair.

Accommodation— This part of the cycle of grief comes as pe@ueept the reality of

the loss and start to think about the future, acoonate the losses and begin rebuilding
their worlds. This rebuilding of people’s worlds ynkde a balancing act between
remembering the past and re-investing in the futimmeexample, remembering the loss

of a spouse while investing in new romantic relagiops.

Neimeyer (2000) suggests that the grieving prodsshill of choices, with many
possible paths to venture down or options to av@lte path he suggests is detailed

below.

The initial step is to acknowledge the reality lo¢ foss. This could include yielding to
the idea that the changes which have resulted beaafithe loss are permanent. As part
of this acknowledgement, Neimeyer suggests tharsop allows him/herself to feel the
pain of the loss. He also talks of the notion ofiguic grief where the grieving person
gives him/herself specific times to experience &l the loss. Because loss often
challenges taken-for-granted assumptions abowvthiel and about ourselves, as part of
the grieving process, these assumptions may neéd tevised and reviewed. So, for
example, | have heard patients at the Auckland &pimit saying that they never
thought they would have a sporting or a motor laigeident. They had always assumed
that those things only happened to people who veameless. After an accident,

assumptions may need to be reviewed to accommditateew information.
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A key aspect of Neimeyer’'s work is his idea of mstoucting a person’s relationship
with what has been lost. Neimeyer suggests thaaitheof grieving is not to forget or
“get over” losses; it is rather to reconstruct tielaships with them in a way that
accommodates the loss(es). As a result of lossnélar says, lives are changed forever,
and therefore people need to reinvent themselvis. idlea is to build an identity

appropriate to new role(s), whilst establishingteanty with old ones.

In conclusion, the central process in grieving,oaging to Neimeyer, is to relearn the
world, a world that has been changed forever byldes. The aim is to accommodate

losses rather than try to “get over them”.

3.2.1.3Arthur Frank — a post-modernist approach

Frank suggests that humans are perpetually redreattories. Frank argues that illness
and trauma disrupt people’s destinations and tbegtiuctures of their lives. This plot
structure of life needs to be re-established, peogled to put order into a confusing
series of events and tie them together in a wal rttekes them, if not acceptable, at
least comprehensible. Telling and retelling théariss in the context of listeners who
care and who contribute in their uniqgue way asgstsple in making meaning of their

unique life experiences (Frank, 1995, p. 55).

According to Frank, when a person becomes ill,ghera call for stories in at least two
areas. The one area is in repairing the damagéllinedés has done to the ill person’s
sense of where he/she is in life and where hek&slgeing, the person’s destination map
as Frank calls it. Stories help people to re-ditagvrhaps that guide them in life and help
them to find new destinations. The second areaavbiries are called for is to give an
account of what is happening to friends, familydmal staff, employers and colleagues.

Whether ill people want to tell stories or notéks calls for stories (Frank, 1995).

Frank believes that when people are ill, it is ingpee that they tell their stories. Doing
so reaffirms relationships with others, as welpasple’s relationship with themselves.

lliness is an interruption. Frank mentions that

... the ill person as a medical patient is one wheirftabeen interrupted by

disease [or a spinal cord injury] is now considenefthitely interruptible in
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speech, schedule, sleep, solvency and anything laldag an interrupted life
requires a new kind of narrative. It cannot be aventional story with a tidy
neat ending. The stories are often confusing aonaistent, like the interrupted
life. The stories are uncomfortable and their unfmstable quality is all the
more reason they have to be told. Otherwise therruppted voice remains
silenced....The narrative attempts to restore an rotbat the interruption
fragmented, but it must also speak the idea thatrimptions will continue. Part
of this is that tidy ends are no longer appropriatthe story (Frank, 1995, pp.58
- 59).

Frank proposes that there are three types of dlmegratives. Frank is not trying to
create generalised unifying categories to fitdbple’s stories into. Instead, his intention
is to encourage close attention to the storiegetiple tell. Frank supports the idea that
one of our most difficult duties as human beingwidisten to the voices of those who
suffer. These three narrative types serve as aroaldtening to the ill. These three

narrative types are restitution narratives, chawsatives and quest narratives.

Restitution Narratives - The basic plot of a restitution narrative is ‘yggday | was
healthy, today | am sick but | will be better sdofmhe dominant discourse in this

narrative about illness is that people get better.

| was recently reminded strongly of the dominantéhas restitution discourse when |
went looking for a card for someone who was ill amdo was not going to recover
physically. There were no cards that | could se¢han shop which would have been
suitable. There were plenty of “get well soon” cartdut no cards that were willing to
acknowledge an illness that did not have a “hagmding. Weingarten (2001) describes
these illness narratives without a “happy” endinghout the possibility of stabilized or
improved health, as narratives where there is and@sd or a backward slide. | could

see no cards in the shop for an ill person whos@tine was regressive.

The restitution narrative projects a future thatl wot be disrupted by illness. Thus
illness is portrayed as a temporary glitch in amlismpted future; the illness is not
memorable. Ill people who tell restitution storiege out illness as a matter of doing

their jobs as patients, preparing for the futureerafliness. The restitution narrative
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displays heroism in the face of bodily breakdowmjol is in turn often linked to the

heroism of the healer. In medical talk, a persothwai restitution narrative would be
described as compliant (he/she accepts the autladrihe medical team), as motivated,
as being in an appropriate mood (positive) andesgba future-focused person — the

ideal patient.

The active player in a restitution story is the eelyy which is frequently the medical

team and the advances of medicine today.

Chaos Narratives- A chaos narrative is the opposite of a restituti@mrative, as it

imagines a life that will never get better. A chatsry does not have narrative order;
these stories are told in the same way that thtsetler experiences life — as a lot of
random events with no logical sequence or outcérehaos story reveals vulnerability,
futility and impotence. In one sense, a chaos si®rgot a narrative, as it is not a
sequence of events. The person living the chaog ks no distance from his/her life,
the body is imprisoned in the frustrated needshef inoment. In a chaos narrative,

troubles seem like a bottomless pit, with no wagsdape.

A chaos story is hard to listen to, as it threateesple’s very sense of continuity and
invulnerability. The challenge of encountering theos narrative is how not to steer the
storyteller away from his/her feelings. The chaosysneeds to be honoured and listened
to:

...to deny a chaos story is to deny the person tgthis story, and people who are
denied cannot be cared for. People whose realdgmsed can remain recipients of
treatments and services, but they cannot be pgaatits in empathic relations of
care (Frank, 1995, p.109).

Frank suggests that the impulse of most would-Iygeh® is first to try to drag the teller
out of this story, in other words to try to move tieller away and out of the chaos story.
Frank adds that getting out of chaos is desiretipbaple can only be helped out of the

chaos story when those who care are first willmgecome witnesses to the story.

There is no active player in the chaos story;iifeandom, there is no control.
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Quest Narratives Quest stories accept illness and there is a biblafsomething is to
be gained through the experience by the listenantbthe teller of this illness narrative.
Quest stories tell of a journey of searching foeralative ways of being ill, a journey of
transformation where the teller has been given samg by the experience, often
something that must be passed on to others. llifiegskis case a spinal cord injury) is
an interruption a person would not have chosenjrbatquest narrative, it is the cost of
making changes that the person appreciates angheismn would not want to live
without these gains. The losses continue to be nealirout the emphasis has shifted to

the gains being made:

The quest narrative recognises ill people as resplenmoral agents whose
primary action is witness; its stories are necgstarestore moral agency that
other stories sacrifice. lll people need to be régd by themselves, their
caregivers and by our culture as heroes of them etories (Frank, 1995, p.
134).

The active player in a quest story is the patielmlike in a restitution story, where the
remedy (or doctor) is the active player, in a qusty, the patient is positioned as the

agent making choices about how he/she wants tthesexperience of loss.

Some of the psychological theories that inform diszourses surrounding the loss and
the grief associated with a spinal cord injury hieen mentioned above. As previously
mentioned, at the Auckland Spinal Unit, discouralesut loss and grief associated with
a spinal cord injury predominantly come from suskghological theories, but also from

Christian teachings and cultural beliefs. A numbkdiscourses that emerge from and

through Christian teachings are discussed in metaildelow.

3.2.2 Christian ideas of illness and suffering that infam storylines
Christian beliefs stem predominantly from interptieins of teachings from the Bible.
There are many verses in the Bible that talk alsodfiering and hardship and how a

person should respond to such difficulties.

Perhapone of the best known verses in the Bible is PszBmThis psalm talks about

suffering and how God is always present in thidesirfg. Despite hardships, God’s
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abundant protection, goodness and guidance argsavailable:

Even though | walk through the valley of the shaddweath,

I will fear no evil, for you are with me,

Your rod and your staff they comfort mgymbolic of guidance and protection)

You prepare a table before me in the presence admenies,

You anoint my head with o{tustomary treatment of an honoured guest at a bef)qu

My cup overflows

Surely goodness and love will follow me all the slay my life

and | will live in the house of the Lord forever.
If a person believes what is said in the psalmnendoss, which may be experienced as
the “valley of the shadow of death,” God is presegmbtecting and guiding, and
therefore there is no need to fear. Not only is Godhforting the person, God is
preparing a banquet (figuratively speaking) for tmem, a banquet in which the person
experiencing the suffering is the honoured guelsis idea of being the honoured guest
raises the notion that suffering is not somethmfpe avoided, as, with God’s love and
protection, suffering can result in blessings.
This idea that losses and difficulties bring soreeddit is closely aligned with another
central idea in Christian Biblical teachings, whishthat nothing in life is random;
everything happens for a purpose. An individual may understand exactly what the
purpose is, but God will work all circumstances gmod, no matter what the actual

event is. The Bible states:

We know that in all things God works for good obske who love him, who are
called according to his purpose... For | am convinted neither death nor life,

neither angels nor demons, neither the presenthefuture, nor any powers,
neither height nor depth, nor anything else ircedhation, will be able to separate
us from the love of God that is in Christ Jesus bord (Romans 8:28 & 29

NIV).

Christian beliefs such as these can position aopevath hope, because God loves

him/her, God will never leave the person and Goll work out the illness or the

suffering the person is experiencing to the persbehefit.
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There are, however, also other Christian discoutisaissee God as a wrathful God, a
God that is quick to punish any wrongdoing. Accogdio this discourse, if a person
sins, God will punish him/her and that punishmeiatyrbe an illness or an injury. An

injury or a sickness may therefore be interpreted aunishment from God. Discourses
focused on a wrathful God can position a persorhasng no agency, and leaves
him/her feeling like a victim of God’s power andath. Such discourses can also invite
guilt, as a person could believe he/she has dametsing wrong.

To summarize, then, Christian discourses aboutryinjulness and suffering may

position a person as either more available to vec&€bod’s blessing through the

experience of suffering or as being guilty of andhished for some offence.

3.2.3 Ethno-Cultural Discourses of lliness, Suffering anbhjury
There are a number of central ideas about losgaefithat may inform the storylines of

Maori, Western Europeans and Pacific Islandersaisrgs and their familiesvhanay).

3.2.3.1Centralised ideas that may inform a Maori worldwie

Durie (1977, p.483) claims that “for the Maori déi’b an illness was believed to reflect

an infringement by a person against some latapf He adds that

...it would be rare to find a patient in hospital whpoke openly about some
infringement against a law of tapu but frequentigre is an unspoken and an
unconscious fear of some infringement against thmmnounity as a
whole....There is for the family the possibility thiey might also have been
involved in some cultural offence and a certain amtoof guilt is likely —
especially if they are not actively involved in ttheatment plan (Durie, 1977, p.
483 - 484).

In dealing with loss and grief from a Maori pergpex; Durie seems to suggest that
patients and thewhanaumay have some concern that there has been angefnent
against the law afapu and that the patient is being punished for itsTdiscourse could
result in the patient's being positioned as beiegedving of punishment and could
imply that the patient must possibly suffer the semuences until the infringement has
been addressed by tinhanau In Chapter Seven of this research report, | disdhe
concept ofwhakama which may perhaps be a manifestation of theng&ment of the

law of tapu
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In my experience of working alongside Maori patserthave found that there seems to
be a strong preference for the discursive pradafcelking about their experience and
sharing it with thewvhanau My understanding of this is that suffering isaetpd as a
communal experience; in a sense, if one persoersyfill suffer. Talking about loss and
the accompanying grief within thehanauseems to be an important practice for many

Maori.

3.2.3.2Central ideas that may inform a Western (Europeamd view

In stark contrast to the discursive preferencesonfie Maori patients to talk about and
share their experience of their losses and thenaganying grief, Western (European)
discursive practices appear to promote the notfarobtalking about things that are sad
or emotionally painful. One dominant discourse steng from a Western (European)
world view about loss and grief focuses mainly an awelling on difficulty but rather
just getting on with life, or “moving forward”. Aery popular song that was sung by the
Allied armed forces after World War 1l encapsuldtgis discourse very aptly. It goes as

follows:

Pack up your troubles in your old kit bag and simioys, smile.
What's the use of worrying, it never was worthwhil

So pack up your troubles in your old kit bag amdle, boys, smile.

Some English sayings that reflect this reluctarmmcexpress feelings and not dwell on

difficulties are

It's no use crying over spilt milk.

Look on the bright side of things.

Every cloud has a silver lining.

Pull yourself together.

British stiff upper lip.

Just buck up.

All you have to do is focus on the positives.

Boys don't cry.

O O 0o oo ogoog g d

Don’t be a baby — stop crying.
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Frank (1991, p.64) mentions that “many if not mNsirth Americans share a cultural
reluctance to say that their lives have gone badlgome significant respect and to
mourn the loss of what was desired but will nevapgen.” Based on my own
experience of working with New Zealand Europeans, @ being of Western European

descent, | believe that this statement is validhi@any Western Europeans in general.

The dominant discourses among Western Europeanst &ss and grief have the
potential to silence mourning and expressions i&ff,gas they could be interpreted as a
sign of weakness. All the patients that are segheaAuckland Spinal Unit experience
significant losses, either permanent or temporamgso Many centralised Western
European discourses about loss and grief may posgatient and/or their families in
such a way that they view the grief they experiamtated to their losses as something
that should not be shared, that should be kepafi\and that they believe they have to
be strong for each other. A sense that they mageles as weak would then tend to
exacerbate a potential feeling of powerlessnesst (tmly can | not wipe my own

bottom, but | am crying like a baby as well”).

3.2.3.3Centralised ideas that may inform Pacific Islandeverld view(s)

My experience of working alongside people from facific Islands suggests that
Christian discourses are very central in theirdivEhere is a strong belief that God will
take care of them and that their responsibilityasisas loss and grief is concerned is to

trust God and leave it to Him.

There are also strong discursive practices aro@mglrespectful, especially to people
in authority. This respect means that a person doesgjuestion the opinion of a person
in authority and that authority figure’s opiniontiee one that should be followed, even if
the patient or a family member disagrees with it.the Auckland Spinal Unit, the

medical team are viewed as people in authorityy e the experts; they know best;
and even if a patient or family member disagrdas,disagreement should not be voiced

in public — that is disrespectful.

These discursive practices seem at times to placdi®Islanders in a position where
they have no voice to express dissatisfaction t¢icudate how services could be

improved. Morgan and Coombes (2001) point out silahce should be understood as a
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speech act, open to multiple meanings. Silence bmara not saying as well as an
unsaying. My understanding of silence in a medsediing such as the Auckland Spinal
unit with patients and their families from the Racisland Culture is that silence is
often a speech act rather than a “nothing furtbesaly.” The implication of this for me
as a counsellor is that | should beware of intéhpgesilence as indicating that the
person has nothing further to say, and | can take t ensure that space is opened up
for patients and their families to step into to megs their concerns without this

“stepping into” being seen as disrespectful.

3.2.4 Summary

Different discourses position us in multiple wagad these discourses guide us in how
to act and think. At any one time, there are alwaysimber of discourses surrounding
an event, each offering an alternative view andhehdnging with it different
possibilities for action (Burr, 2000, p.64). Theose overview of perspectives on loss
and grief has shown that there are a multitudeisdatirses surrounding loss and the
grieving associated with a spinal cord injury; ahdas shown that some of these
discourses are in conflict with each other. So, éxample, some psychological
discourses emphasise the importance of talkingtatifficulties and sharing with others
the sadness and pain that we are experiencing.riiaysbe in conflict with Christian
discourses that emphasise trusting God and befjethat God has a person’s best
interests at heart. This multiple positioning ¢e&ve a person with guilt or uncertainty

about how to respond to the losses experiencedodaispinal cord injury.

In the next part of the chapter, the research @pants voice their experiences of these

multiple options and the choices they have madéhr lives.

3.3 Participants’ Voices

All the research participants shared their ideasuithe losses they experienced after
their spinal injury. In this section | briefly itduce each participant. | then reflect on
the discourses of loss and grief that seemed twrinthese participants and how these
discourses positioned them. In the last part of hapter | focus on the role of

counselling in respect of loss and grief associatiéld a spinal cord injury.
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3.3.1 Lequecher
When | interviewed her, Lequecher had had her $jmpary for at least ten years. Her
injury was in the cervical area, so that she hag lmnited hand functioning and needed
carers for most of her activities for daily livinigcluding caring for her children. In the
research interview, she shared with me her ongsingggles with the effects of her
spinal injury on her life and that she would preferbe free from the influence of

depression. Lequecher reflected on the many ldks¢she has experienced:

When | look back to how | was and | was standing jast being a mum, yeah, |
just get in such a depression...| grieve everydagreths not one day that has
gone past that | have not cried. Just startin@itoabout it yeah. Not one day
has passed that | don't cry. The loss of my mbtiet to my children has had a
very traumatic impact on me. | was very jealoughefladies who worked for me,
| really hated them but | hated but | liked therinhated it because my children
used to run to them for cuddles and hugs, it iy Yard you know a young mum
with young children....I have lost a lot of thingsdapart of the loss is on that
side. [In the interview Lequecher referred to at mdrher that she has never
shared with anyone; she referred to this as “tle’g | tried thinking | will be
okay, | counselled myself but it doesn't work, dedn't work...I have never got
over it, | still have not, that is a hard thing.tBuneed to talk about it to at least
make sense of it, not make sense, actually accaipg lparalyzed and loving
myself and loving me for what | look like. Becausemy situation now this is

how it is. | can’t change it.

Lequecher seems to be positioned by discoursed alboapting her injury and getting
over it. It seems that the discourses that infoequecher about how to go on tell her
that she must accept her injury and get over itth&t same time, | get a sense (see
excerpt below) that for Lequecher the losses redat her spinal injury are so enormous
that she just cannot accept her injury or get avérhis conflict leaves her in a position
where she has no agency. What she “should” dodaspader injury (according to the
discourses that seem available to her), but beczusawv she experiences her losses, the
possibility of acceptance seems remote and getiirgg it seems like an unreachable

goal.
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Lequecher attempts, it seems, to make sense ofligiseepancy by saying that it arises
“because we never got the proper counselling.him interview, Lequecher expressed
the expectation that if only she and her family dhgot proper counselling”, for a
sufficient length of time, she would not be facihgr current difficulties. This
expectation surrounding counselling again positioeguecher as lacking agency, as she
believes that the counselling will enable the ataege, rather than that she can come to
a point where she does not grieve every day. Insethat Lequecher sees grief as a
linear process in which there are steps that osddigo through (similar to the ideas of

Elisabeth Kiibler-Ross), and the end result is decep.

However, Lequecher also questions the notion of@tence:

Yes, why | say | will never accept my injury isdagise | was too much of a
sporty person, | never had time to sit around amahathing, that was not me, |
was always on the go, doing something, wiping mylsivaviping my ceilings,

changing around the house, mowing the lawns omtit&de, being more active,
doing everything, going to play sports, taking nmidren with me, I still did my

sports even although | did not have much moneytiaharts and those are the
kinds of things | did when | was still walking, tt@were the types of things | put

my children through when | was still walking.

There seems to be a struggle within Lequecheretasr discourses that inform her that
the way to go on is acceptance, but there are aliseourses that inform her that she

was too active and sporty to accept her injury now.

| wondered in the interview whether Lequecher hamles ideas about how counselling
might have helped her with this dilemma. | wondenstether acceptance was
something that Lequecher herself was interestediinwhether it came from other
people’s ideas of how she should manage her spamdlinjury. When | asked her about

this, she replied:

It is not something that | never want to acceptiaht to accept it, but there are
things on that side that | keep away that needgetbrought up and brought out.

Hopefully I can see myself and love myself. Youwwnhow they say love
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yourself first before you can love others. | cawme others but | still don't like
myself. | see me as a big blog and a yark andKk & my skin like here and it is
going on my thighs and it never used to be lik¢ bedore. When | look at that
and | think back to when | wasn't like that andnbtw and | ask why why why
and that is the thing on my left.

What Lequecher shared with me seems to indicate sha is reaching for this
destination of acceptance and believes that whengsks there, all will be well. She
wants to accept the situation, but, on the othedhahe feels she can never accept it.
This leaves her without agency; she believes sheuld” accept the situation, but there
Is part of her that resists acceptance of a “bagland a yark.” In Section 3.4.2 of the
“Reflecting on Practice” section of this chaptediscuss the notion of acceptance and

how it could be deconstructed in more detail.

Lequecher’s story was similar to what Frank (1964&l)s a chaos story. Frank argues
that when a person is able to start talking abasftér experiences, the story is no
longer a true chaos story. Chaos stories canmestliy be told, they can only be lived.
Lequecher refers to “the thing on her left,” thingjse has never shared with anyone:
“Those ones about my children about not being &bleold them myself. | have lost a
lot of things and part of the loss is on that dJithe left side]. | tried thinking | will be
okay, | counselled myself but it doesn’t work, gesn’'t work, counselling myself.” |
sense that these things that she referred to ofidieside” are lived, but they have not
been storied yet. In Section 3.4.4 of the “Reflegion Practice” section of this chapter, |

discuss counselling and chaos stories / loss antlaton more detail.

3.3.2 Paul
Paul sustained his injury as a result of a motdricke accident. At the time of the
accident, he was in his thirties. He was single @ndeems as though during his
rehabilitation he had very little support from fdynor friends. His injury was in the
lumbar area, which means that initially he neededhaelchair for mobility, but over
time Paul learnt to walk with walking aids, whicle Imow uses mainly to help him

balance. Paul’'s hand functioning was unaffectethbyaccident.

In the research interview Paul said that, when ke in hospital for his rehabilitation,
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his focus was just on how to get out of hospitedle mentioned that while he was in

hospital, he never really worried about his injury:

No, | never really worried about my injury, to tglu the truth. | was just more
interested in getting into a wheelchair so | cagibdoutside and have a cigarette.
That's what got me out of the bed ... | used to frreknurses out. They would
come around to make my bed and | was already daveuld probably be sitting
outside in my pyjamas, because | had no clothedidr't have any friends or
relatives living handy, so, because of that, | dad get any clothes. | had to
wear the hospital pyjamas the whole time. | watstibere in my pyjamas at six
o'clock in the morning freezing cold, but, shigduld not feel it anyway. I've
still got no feeling in my feet ... Oh yeah, hosmtalick. There were too many
sick people in there. It was too morbid. It wasrewmore morbid than the
cemetery that | used to work at. | used to workhat cemetery as a gardener.
Even that place had more life in it than the h@dpitAnd it was a crematorium

where we burnt people.

Paul's determination to get out of the hospitafjagkly as possible is a central theme.
In the interview he also often said that there yua$ no-one to talk to while he was in

hospital. He indicated that having someone tottalkould have been useful:

Just someone coming around talking to you. Becthesg have people like, not
sure what you would call them, but it is like frienof the court and you have the
chaplain or like the people that come around witholey of biscuits and then
you have reps from ACC coming around and then yauela social worker, but

you do not get to see counsellors. You see everglsee

Paul's parents lived in the south of New Zealand #rey were not able to visit very
frequently. Paul mentioned that he did not have faeynds or other family that visited
him, so he had no-one that he could really tallaliout how things were for him and

how he was feeling.

My understanding of what Paul said seems to resowéh Frank's (1995) comment

that it is imperative for the person with illnespifal cord injury) to tell the illness
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story. Telling stories of illness is an attempw/tice an experience that medicine cannot
describe. A serious illness or trauma is a losthefdestination or map that previously
guided a person’s life. lll people, Frank says,eh&y learn to live differently through
hearing themselves tell their stories and absorbihgrs’ reactions. Through this telling,

a new map or destination takes shape (Frank, 192},

Paul noticed that a few months after he was diggthfrom hospital, he cried a lot:

It was not such an issue in the hospital, but atman two after | left that is
when you really sort of needed it [counsellinghihk | just sort of cracked up. |
did a hell of a lot of crying, but it made me maletermined to walk again.... |
try not to think about it [his injury and the lossand the pain that he
experiences] and then something happens anddbales out... There are some
nights that | sit down and have a bit of a cry,hmg too much, well, just
sometimes, | will sit down for no reason and justand get it all out.

For Paul, there are times when “something happand”it all comes out. | have heard
other patients who have lived with their spinaluiyjfor a number of years say similar
things — every now and again they just “let it@lk”. Paul seems to experience this as
being useful. | wonder whether, if Paul had othgtiams for telling his story and having

it witnessed, this would still be his preferred wafygrieving. Paul's grieving seems to
depend on circumstances — when something happensigdtioned in the interview that
he “tries to push it away.” Paul seems to be pms#d by dominant discourses of loss
and grief that suggest that he should not talkhorkt about his losses. Pushing them
away, not allowing himself really to think abousHosses are ideas that Paul seems to

have about managing his grief related to his injury

| asked Paul whether that is the way he wants hepthat is, just pushed away. He

replied:

Ah, not really. It just seems as though | have trasl problem forever; it just
does not seem to worry me too much basically. stitemoments every now and
again, but generally | get on with it, because ne-& going to help me, you

have got to do it yourself.
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Neimeyer (2000) comments on periodic grief workevéha person who has experienced
a loss gives him/herself permission to immerse hérself in the grief, feel the pain and
the sadness of the loss, but at other times vatract him/herself from pain and sadness
and do other things. According to Neimeyer, fronis tperspective, grieving only
becomes complicated if the person engages in deatation (feeling or doing) to the

exclusion of the other.

Neimeyer (1999) also mentions an accommodatiohefdss into people’s lives, a new
relationship with the loss rather than an attemgptexclude it completely. What |
understand Paul to say is that he is trying nahitok of the losses relating to the spinal
injury, and then something happens and it all comass Paul's main strategy for
managing every day is “just keep myself busy arngpkay mind on other things, | try
not to think about it.” | wonder whether notionsafcommodating loss may give Paul
more agency and control over his responses to.gmWdthough Paul says it does not
worry him that much any more, | am curious whafedldénce it would have made if, in
the first six months of his rehabilitation, ideasaccommodating his losses had been
talked about. Would these ideas of accommodatisg lwe more useful to Paul than
ideas of keeping busy and trying to push his guieéy, as prescribed by one dominant

discourse from one particular world view?

As suggested above, Frank (1995) argues thatgedime’s story is a way of finding a
new destination map. Paul had specific ideas atlositdestination map. | asked him
what advice he would give a counsellor about sofhtheotopics or things that he would
have found useful to talk about in counselling.dtswered: “What are you going to do
for the rest of your life?’ is a pretty good startt seems as though Paul was looking for
a revised destination map, as the previous mapuwakle to give Paul the guidance he

now required.

| wonder how a clearer destination map (what he geiisg to do for the rest of his life)
would have positioned Paul. Would invitations tp tio push the losses away still have
been so central if Paul’'s destination map was rol@arly known to him?

Paul's experience brings into question the timihgaunselling. | believe that one could

not have predicted that Paul would “just crack @sout two months after leaving
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hospital. As far as | know, there is no predictbthe timing of such an event. However,
Paul mentioned many times that there had been ad@mnalk to. | sensed that at the
time that Paul “cracked up”, according to him, la&l Imo relationship with anyone at the
hospital whom he could have turned to for counsgllin Chapter Five the positioning
of counselling is discussed, which includes theilabdity of counselling after

discharge.

3.3.3 Awril
Avril was a young mother with three children andeay supportive husband. Avril’s

injury was in the thoracic area of her spine, sat ghe had full hand functioning but
depended on carers for her personal cares sudmagsng, bowel and bladder cares..

Avril’s injury was the result of a medical misadwere.

Avril had a similar experience to Paul’s, in terofsthe timing of her grief responses,
but for different reasons. Whilst she was at thekdand Spinal Unit, Avril initially
focused on her family. She first had to ensure ieatfamily was “in order” before she

could attend to herself:

I myself probably did not grieve as much becauseethivas no time. You know,
it did not really hit me like that, [how would thejury affect me personally] it
was like, oh, my gosh, what if, and my first thougbent out to my family.

More than anything else, | didn't really think ofself, | thought, oh, my gosh, |
would have to get my family in order, that was mordess my thinking...| had
to move on at the time, just had to pick up andvgh it.... it was not until later

on that it hit me, coming home to family and to igust trying to get things

back into family life.

Avril felt, however, that it would have been goadtalk more about the emotional side
of her injury. She felt this would have helped tercope mentally,” as she knew she
“just had to get on with her life. Being a mothedabeing a paraplegic, | had to think
about getting back into motherhood again.” Shetfet the main focus of counselling
should be on the grieving, because after a perasrhhd an opportunity to talk about
losses relating to a spinal cord injury “thingselikall into place.” This “falling into

place” seemed to be important to Avril, as it supgab for her “realizing that you just
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have to move on.”

Auvril believed that counselling would have beenfuktor her children:

They are going through an ordeal. One of their marés left paralysed and to
them it is a big grieving. Their minds are confused in my situation they
would have had to deal with myself and that theyeha younger sister with
Spina Bifida...they would have needed support tryimginderstand the whole
aspect of life as to why these things happen tmtheo when | got home they
were still going through a whole lot of confusiondawe had to sit down as a
family and discuss things openly.

Avril seems to be describing a chaos narrative. tederstanding of how not to be

positioned in this narrative was that the childneeded support in trying to understand
the whole aspect of life and why these things hapflénderstanding why these things
happen” is a notion that resonates Niemeyer's (280Qgestion that for many people
reviewing assumptions is part of the grieving pescevril’s children did not have the

lenses to make sense of what had happened withimféimily — their mother now has a

spinal cord injury and their baby sister has sifada. As Neimeyer suggests, as a
result of injury and loss, people’s assumptionsualite are challenged. Part of grieving

may be to review assumptions, so that sense oringeaan be made of the losses. Avril
also supported talking as a way of making sensehait is happening. This resonates
with Frank’s ideas about telling the story of las$ier own preferred way and time.

In thinking about Avril’s children and the ongoiagdjustments that they have made and
will continue to make as a result of their motharipiry, | realised that Orchidson’s
(1997) story of her bereavement could resonate thighexperiences of Avril’'s children.
Orchidson (1997) talks of her bereavement expegiesca result of her son’s disability,
mentioning “losing her ‘old’ son (as in the way peeviously functioned) and feeling
sad as he struggled to regain the abilities thahde lost.” In some ways, Avril's
children have lost aspects of the mother they émesv. Orchidson (1997) searched the
literature and found it very limiting in helping heéo understand the process of
adjustment to the loss of living with someone whmot the person he/she was before.

For her, a sense of episodic grief and stress edolEpisodic grief in the context of
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disability differs from that in bereavement, intttiae process does not naturally come to
an end with an acceptance of the reality of the &dghe person who has died. This grief
is living with daily reminders of loss accompanieg extra difficulties in coping with

the effects of the disability. She found that pesferred destination was acknowledging
the existence of the loss and finding ways to martag impact of the loss, both for her

child and the family.

Reflecting on Orchidson’s story, | wondered whetifevril's children were positioned
in ways that make space for them to acknowledgexistence of the loss and that gave
them agency to find ways to manage the impact eflélss, | wondered whether this

would be as helpful to them as it was for Orchidson

In the interview, Avril also told me that three yeafter the injury, she has now had
time to sit back and reflect and plan ahead. Thiggss of sitting back and reflecting is
something she has done on her own and in discisaith God. Her preference would
have been to have some counselling support thrthigtprocess. Avril mentioned that
this process of reflecting and planning ahead &kant her a lot of time. It has given her
opportunity to think about herself, how to keepded#rwell and “to keep on top of
herself.” Avril's suggestion to herself was thheseeded to “keep a free spirited mind,
to keep yourself going, be positive, just keepimgifive about a lot of things in life

because really you need to keep well.”

This “keeping positive” is something that | freqtigrhear patients identifying as their
main way to keep themselves going. This raiseddie@wing questions for me: What
role does “keeping positive” play in supportinghendering the person in making sense
of the losses related to a spinal cord injury? Himes keeping positive position a person
with a spinal cord injury if he/she wishes to tatid retell their story in a way that assists

him/her in making meaning of a unique life expecefFrank, 1995, p. 55)?

At the end of the interview, Avril shared how simgog's keeping contact with the people
at the Auckland Spinal Unit. She has also mainthzentact with some former patients.
Avril is a committee member for The Association fBpinal Concerns (TASC), a
voluntary organisation for people with a spinalccamjury. She mentioned that “it is

good just to get out and be a voice for the dighblavril sees this activity as important,
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because “the only people | really get good infoiomatfrom are the disabled
themselves.” Frank (1995) would define this as @&stjnarrative — a belief that
something is to be gained from the experience thig case, an opportunity to help

others and to be a voice for the disabled.

3.3.4 David
David’s spinal injury was a result of medical / ploal reasons as opposed to an
accident. His injury was progressive, so that ptoibeing admitted to the Auckland

Spinal Unit he already had difficulty walking and tised crutches for mobility.

David lived on his own. When he was dischargedehaned to his own house with the
expectation that he would be able to manage inadkp#ly. He needed a wheelchair for
mobility, but had full use of his hands and verpddrunk control, which is very useful

for balancing in one’s wheelchair. | asked Davidatthe adjustment from being able to

walk with crutches to needing a wheelchair. Heieghl

Oh yeah, big adjustment, big adjustment, a loteafriing about how to do
things...if you were not very confident you woulddiit really hard to do... like
when | fell out of my wheelchair trying to get myashing out, that really
buggers your confidence up. You think, gawd, caeally keep going like this,
am | going to have to go to a rest home? How tlieahe | going to cope with all

this?

In David’s description of his adjustment to thesles he experienced, his focus seemed
to be very much on “learning how to do things.” ikgd1995) suggests that control and
chaos are at opposite ends of the continuum. Thiautgthe interview, David talked
about his attempts to gain control of his environmén reflecting on these attempts, |
wondered whether gaining control of one’s environtmie an alternative story to the
problem-saturated story of disability. Another spien that emerged for me was
whether this alternative story (gaining control)what Roberts, Francis and Eastham
(1999, p.62) would call resisting disability by dgtng in touch with what is right with

you.

Roberts et al. also mention that their preferenas t@ stay in touch with what is right
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with them because “you really do have to keep mgsbb that disability doesn’'t numb
you to life. It hasn’t got good intentions” (Rokest al. 1999, p.59). Is David’s focus on
learning how to do things supporting staying incdlowvith what is right with him and

standing up against disabilities’ bad intentionswtmnb him to life? David’s focus was

predominantly on what he could do rather than oatwile could not do.

| have noticed at the Auckland Spinal Unit that idgrthe inpatient phase of

rehabilitation many people prefer to focus on tlgains — the alternative story, in many
ways, to disability. An ongoing source of curiodity me is how a person is positioned
in relation to loss and grief as a result of a apaord injury when these physical gains
stop and/or the rate of progress is not very olszioBrett, the next research participant

to be introduced, may cast some light on this matte

3.3.5 Brett
Brett was in his late thirties when he had a spgraccident that resulted in his spinal
cord injury. At the time of his accident, Brett wasirried and had two children. Brett's
injury was in the cervical area of his spine, thé ttamage to his spine was partial or
incomplete. This means that Brett has a weaknesd fiour of his limbs and in other
parts of his body, but he is able to walk and hjary often goes unnoticed by other

people.

Boyle et al. (2003) describes a similar type otiigjto Brett’'s. Boyle describes these
invisible injuries as living between different wasl — the world of the able-bodied and
the world of people with spinal injuries. The natiof living between two worlds

resonates with Brett’'s story of his spinal injury.

Brett's spinal injury is invisible to an outsidesa@sver most of the time. He prefers to let
only people that he is close to know about hisrinjide declines invitations to go to

work sports nights or to play indoor netball or s and in this way manages to keep
his injury invisible to others. Whilst Brett is iba grateful for the amount of

functionality he has regained, he said in the nefeimterview that there is a very strong
part of him that is upset at not having 100% funmaiity back. Brett sustains hope on a
daily basis that this physical functioning will uet. Hope, sadness and gratitude all

seem to be a part of Brett’s relationship with dibty:
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There is a part of me that hopes every day thateiang is going to click or
snap in a good way and that | will have 100% b#&tK.| have realistically been
told on a number of occasions that pretty muchr &fte years is what you have
got is what you have got. So that is what | amrsgyit is now coming up for
three years. So there are times when | have a whbolef things that | am
grateful for, that | can chase the kids aroundialbat in a couple of years they
will be able to outrun me. Even although | am titewm grateful that | am still

walking and that | live in a two story house andittis fantastic etc. etc.

But there is a very strong part of me that is upset having 100% | am not able
to run and sprint and | do not have that much fgeln my hands... | had one
friend say to me you are doing quite well and dgai him, ‘Look how | walk

down these stairs’ [Brett needs to support himealithe balustrades when he
walks down stairs] and he said to me, ‘But heyeast you are walking.” He was

basically saying, ‘Just get over it; look what waugot.’

In the interview, Brett and | talked about the 8ilility of his injury, his gratitude
about the recovery that he had made, but the sadneghat had been lost. | asked him
whether he had any suggestions to counsellors atdwatt would be useful for a person
such as himself. Brett shared that he would hauadat useful if, about a year ago (in
other words, two years after his injury), he hadrbgiven the option of a counselling
appointment, or alternatively one had been madéiior Brett did not think that he
would have made the appointment himself, becauskiw society generally we just
shove it all in a jar and one day have a party@siph.” From this | understood Brett to
be saying that the dominant discourse which hecesthimself at times subscribing to
is not to talk about concerns but rather to bdtieem up until they explode. Brett said,
however, that if someone had made the counselpgiatment for him, as part of the
spinal unit process, he would have been quite dicgepf that. | understood Brett to
mean that he would not specifically have initiatedking a counselling appointment,
but that if a follow-up counselling appointment waeat of the rehabilitation follow-up

process, he would have found this quite acceptable.

Brett felt that at that counselling appointmenwvduld have been good to discuss things
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in a similar way to the way things that were disagsin the research interview. Brett
said that he really wishes that he could do theghhe used to be able to do. He thought
that if he had had an opportunity to talk to soneeahout these losses, he might have
been able to rationalise them and accept them quockly, and then maybe there would
be fewer occasions when these thoughts (aboutodszd) came to him. Brett himself
realises that they will never go away and he guetts# a person wishes for what used
to be. However, Brett feels that “just talking tongeone about it would have been

motivating.”

Weingarten (2000) suggests that matters of life @gewth are sometimes too hard to do
alone and that illness can be isolating, as peopéy withdraw from distressful
conversations and downplay the sufferer’'s painclisive practices of “downplaying
the pain” seem to come from some centralised We&taropean discourses about pain
and difficulties, which, it is argued, should nat balked about or discussed. This
‘private information’ should be kept to ourselv&espite the reluctance of people to
engage in distressful conversations, Weingartes Hagt talking and having this pain
witnessed is crucial to recovery. Brett seems ébreuch like Weingarten, when he says
that just talking about it would have been helpTihis statement of Brett's is similar to
Paul's comment: “l just wanted someone to talk Weingarten’'s suggestions about
talking and having pain witnessed resonate withnleg (1995) notions about the
importance of telling and retelling a story in tbentext of listeners who care and who
contribute in their unique way. This kind of lisegrassists a person to make meaning of
his/her unique life experiences (Frank, 1995, p. 55

Brett's illness narrative seems to be one of hapaiefulness and being upset, all
alongside one another, and fairly present in hesyalay experience. Weingarten (2001)
argues that there are many illness narrative schef®hae describesnter alia, one
narrative she calls a Roller Coaster with Acceptadarrative. This narrative recognises
the non-linearity of many illness experiences. €kperiences are jumbled up together;
they are not sequential and they are more presestrae times than at others. This
Roller Coaster with Acceptance Narrative seemstsifmilar to what Frank (1995) calls
a chaos narrative. This non-linear experience sélillity seems to be close to what
Brett is experiencing.

The Roller Coaster with Acceptance Narrative andagfc grief (Orchidson 1997) seem
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to describe Brett's experience quite closely. Bsettory seems to fit with Neimeyer’s
(1999) ideas of accommodating the loss, releartiiegvorld, a world that has changed
forever by the loss. The aim of grieving is to anooodate the losses rather than try to

“get over them.”

Another key aspect that Brett talks about is “haddhope.” Every day, he hopes that
something is going to click or snap in a good wag e will have 100% functionality
back. This idea of holding out hope and also who leald hope is discussed in more

detail in Section 3.4.1 of the “Reflection of myaBtice” section of this chapter.

3.3.6 Matthew
Matthew was injured in a contact sporting accidéié¢. was married and had two
children of school going age. Matthew’s story resen with the restitution narrative as
outlined by Frank (1995). Matthew’'s preference wivemfronted by his spinal cord
injury was not to focus or think about any of tlkedes as a result of his injury, but to

only think about being well again. He saw the Isss& a temporary event:

I was only on that continuum to be completely wajain...naturally you go
through the roller coaster of emotions...and onehef most important things
when that is happening is that you know that theie likelihood of a reasonable

set of outcomes for you.

The dominant discourse in this restitution nareais/that a person will get better again.
The spinal injury was a minor interruption in Matis life, but Matthew was on the
continuum to getting well. Frank (1995, p.94) mens that the risk of the restitution
story is that if a person does not get better etlieino other story to fall back on. When
restitution does not occur, other stories haveetptepared or the “narrative wreckage”

will be real.

| asked Matthew whether his hope of being compfetatll was based on what the
doctors had told him, or whether it was his ownwlealges that he was listening to. He
said that, from the time he was injured, there wagmrt of him that considered being
injured and a part that only thought of his gettbagk to full health because he is an

optimistic person. The medical prognosis, accordmgvatthew, was that he would
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probably not be able to walk properly again. Howevget a sense from Matthew that
no matter what the doctor’s prognosis was, Matthawuld still have held onto his own
knowledges that he was going to be completely agdin. In Matthew’s situation, the
knowledge that he held about himself was acculetdias made a 100% recovery.

Matthew expressed his ideas about loss and gritefilasys:

You do not want to have your situation mirrored you. | think you know well
enough your situation. And also some people maywaott too much help with
that [the situation] because it acknowledges thatet is an issue or a problem
that they have that is more serious than what theyld like. It is maintaining
the delusion but I think it can be important. Inthithat people can only come

down on their own steam; they realize they can’ttdise things anymore.

Dominant and modernist discourses about loss aiedl wyould term what Matthew is
describing as denial. When a therapist informedhiege discourses does not mirror the
client’s situation back to the client and thereforaintains the delusion that the situation

is not serious, he/she may be labelled as colluditiythe patient’s denial.

Centralised rehabilitation discourses emphasiseintportance of patients’ facing the

reality of their loss. According to these centrdigehabilitation discourses, “coming to
terms” with the losses as a result of a spinalrinjand knowing and accepting the
functional limitations that have resulted becauk¢he injury is seen as an important
first step in “dealing with the disability.” In mgounselling practice, | question the
usefulness of these ideas of facing the realitthefloss as an important first step for all
patients. My preference is to understand what woaduseful to the patient and work
from there. Matthew seems to have similar ideasiatiee usefulness of “making sure
that patients and their families face the realityheir situation”: he thought that people
will “come down on their own steam.” A questioreflect on in the next section is how
a counsellor can support a person or a family ‘iogndown on their own steam,” in

other words, dealing with loss in their preferredywrather than prescriptions from

dominant discourses about how a person “should’w# loss and grief.

Matthew’s way of managing was gaining control owdat he calls the small things. He

started to make an impression on his surroundinggain control of his situation to the
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extent that he could and that he needed to. Onm@rahat he gave of this controlling
his environment was having his mobile telephonbegould talk to people and arrange
for things to be brought to him. This gaining cohtof the environment is similar to
what David did — David learnt how to do things sushworking out how to get his
washing out of the washing machine and how to haashing from a wheelchair (how
do you keep the washing on your lap and at the dameestretch up and at the same
time grab the pegs and, with limited balance andira@ven floor surface, how do you
make sure that you do not topple over?) In manysw&aul also focused on gaining
control of his environment — getting in his wheelictso he could go outside and have a
cigarette. One way of storying the chaos in theied was to gain control of their

environment, as these examples indicate.

3.3.7 Larry
Larry was on his “overseas experience” (OE) whenwss injured in a sporting
accident. His parents lived in New Zealand and é&eirned to New Zealand for

rehabilitation once he was medically stable endoghavel.

In the interview, Larry reflected that he had neneally focused on grieving. He thought
that for himself, “he just dealt with it.” He dilpwever, think that “putting a label on it
(grief) was a nice-to-have,” as it helped him talise what grief was. Larry found that
the counselling that he had once he left the Auakl&pinal Unit was really useful for
him. He could not really identify what in particulavas useful about it, but the
counsellor definitely made Larry think more aboatwhhe was feeling. Larry could not,
at the time of the interview, be more specific attbese feelings; he just thought it was
useful to be given the opportunity to think morewabhow he was feeling. Larry also
noted that he talked a lot more to the psycholotdiah to any other person. Larry
thought that this process of talking to the psyobist and talking about his feelings was
something that he would not have been able to fdbis own.” He did not, at the time,
see this as a grieving process. On reflection, kewde sees that it probably was; and
having a psychologist there whom he could shardeleiings with and talk to was very

useful.

Neimeyer (2000) has recognized that, as part oftlexing process, for some people it
is useful to open themselves to their pain and tbes, not to try and push pain and loss
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away, but to allow themselves to experience thetiemal impact of this pain and loss.
Larry seems to be saying that talking about hisirfge gave him an opportunity to do
this. In addition, he realised that it he needetside help, in this case, the help of the

psychologist, to do this. It was not something tiatvas able to do on his own.

3.4Reflecting on my Practice

The voices of the participants suggest that theret one single way in which patients
express and experience their grief. The sectiomwealhave raised some important
themes for reflection about loss and grief andrtiie of counselling in this regard. In

this section | discuss some of these themes in oeiaal.

3.4.1 Acceptance / holding hope / multiple versions otats
It is not uncommon at the Auckland Spinal Unit featients to hold very different
beliefs about their medical prognosis from thoskl g the doctors and the rest of the
medical team. So, for example, the medical team asagss the person’s injuries to be
such that he/she will not be able to walk again/@ndse his/her hands again, while
patient may believe that he/she will walk and usghler hands again. The way | as a
counsellor make sense of the patients’ holdingrmye for a different outcome from
that suggested by the medical prognosis is thagihgron to hope is a part of grieving
the losses associated with a spinal cord injurycdanselling conversations, | have
endeavoured to support the person in holding drofe and at the same time to support
the person to understand from a medical perspeuthet the different possibilities of

the prognosis are.

A question that frequently guides my practice iss:thhow in the counselling

conversations that | have with patients and theiniies (vhanay can space be made
for discussions about a person’s hopes and belfs,also for the medical team’s
understanding of what that person, from a funcligeaspective, may or may not be

able to do?

From a social constructionist point of view, | gehot to label “hope to walk again” as
denial. My preference is to create space for theepato story the chaos story of loss,

grief and hope. Patients have informed me thatst@ne patients, when the primary
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focus and emphasis in rehabilitation is on makiage ghat the person understands the
medical prognosis, this approach is often seeretorbel, negative and unhelpful. In an
approach where the focus is only on the medicasis, space is only being made for
medical knowledge and there is no space for thema knowledge about him/herself.
| do not subscribe in my counselling practice te tiotion that the therapist has to be

cruel to be kind.

At the Auckland Spinal Unit, there have been mawrgagions when patients were
reluctant to engage in their rehabilitation, suah laarning about how to use a
wheelchair, about how to use their intermittentietdrs, about skin and pressure areas,
because they do not see the relevance of the iataym as they believe that they will
make a full recovery. In these kinds of situatias,a counsellor, | acknowledge that the
patient has expert knowledge about him/herself whdt works for him/her and what
does not. | frequently ask the patient how we astedical team can respect and uphold
his/her beliefs about hope for walking again, buth@ same time have conversations
about what we would see as important for rehabibitain case this restitution narrative
does not happen. This approach positions the pagan authority on his/her own life
and on how we can work more effectively with theigra. In all the discussions with
patients where | did not diminish their version edents, they were very willing to
engage in conversations about how they would likeide the rehabilitation services

available to them at the Auckland Spinal Unit.

Holding contradictory ideas together deconstrutis motion that there is only one
version of events. For most patients, there areynvansions of events. Some of the
versions that | have heard from patients is a “heg@esion” — hope that the medical
prognosis is wrong and/or hope that medical scienit&ome up with a cure. There is a
“faith version” — “I will be healed”. There is a 6dlily experience version” — what a
person notices about his/her own body and hovwsfiords. There is a “medical version”
— what the doctors say. There is a “personal bebefion” about positive thinking — “as
long as | try my hardest, my body will respond.”| Ahese different versions may
operate together; they may compete at times; therg be a comfortable relationship
between them at times; they may jostle for posjtadepending on what space is opened
up for the patient.

In counselling conversations with people with spinguries, all these versions need at
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various times to be held and respected, and thegodoneed to be seen as mutually
exclusive. As a counsellor, | need to find waysvtwrk alongside patients respecting the
multiplicity of their versions of events and notlypmegard the dominant medical
discourse as the only version of the “truth”. Tisisiot to say that the medical discourse
should not be discussed with a patient: the Auaki8pinal Unit is a Western medical
health facility; however, other versions of eveailts need to be respected. In this way, |
am not crushing hope in counselling and insistingaounitary totalising version of
events where there is no space for other ideabalnefs. If as a spinal unit we insist on

a single version of events, we potentially increthgeexperience of loss by expecting a
person to loosen his/her relationship with hisideas, hopes and dreams and strengthen

his/her relationship with our version of events.

3.4.2 Acceptance
The above ideas of holding multiple versions of rgedeconstruct notions about
“denial” and “accepting the reality of the loss.t@&pting an injury is such a dominant
discourse in rehabilitation that it needs to beodstructed further. In Lequecher’s case,
this discourse trapped her in a position from wtstle felt she could not escape. She
wanted to accept her injury, but how could she wiem saw herself as a “blog” and a
“yark™? How can she accept something that prevaetsfrom cuddling and caring for

her children?

Boyle et al. (2003) describe how health systemsusanthe concept of acceptance to
disqualify and categorise people. They argue thdtoagh acceptance may sound
harmless, it is actually a very powerful word. Apgrson who does not act in a socially
sanctioned way can be defined as not acceptingsabitity. This “diagnosis” of an
unwillingness or inability to accept a disabilitarc silence a person and very niftily
shifts all responsibility for change onto the digalbperson, enabling the professional to
abdicate any need for further involvement untilcigatance” has been reached.

In Boyle et al., (2003, p.15) one of the writergss¢hat, accepting her disability is not
something she is interested in doing. She agredsstie needs to adapt to her disability
— “But welcome it? Accept it? That's not for me.”
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Described below are some questions that can deoohsicceptance in counselling
conversations:
[0 What does acceptance mean to you?
Whose ideas are these about acceptance — yonrspgse else’s or both?
Is acceptance something you are interested in?
Are there aspects of acceptance that you thinkddoeluseful?

Are there aspects that you think would not be U8efu

O o o o d

Some people talk about adapting to their disabiliges this have anything to
do with acceptance?

In this section | have discussed ideas about hgldim to hope and making space for
patients and their familywhanay to be hold multiple positions in relation to thei
beliefs about spinal cord injury. At times, respegtthe knowledges about their bodies
that people bring to counselling conversations e dne hand, and talking about the
medical knowledges that the Auckland Spinal Ung Bhout a spinal cord injury both
need to be considered. Pushing a patient towardsalifdy with the reality of the
situation” and ensuring that the person “accegis’ibjury denies patients agency: they
are expected to do something that some medicapaychological discourses regard as
a good idea, when their own bodies and knowledgekaa particular time are telling

them something very different.

In counselling patients with a spinal cord injucpunsellors often need to maintain a
fine balance between supporting hope and shariegWestern medical knowledge
available to the Spinal Unit. This is one of thasens why | have found it very helpful
to have a very good understanding of the physiolofyg spinal cord injury and the
likely prognosis in terms of physical functionalityo that | can have these kinds of

conversation with patients.

3.4.3 lliness Narratives
For Frank (1995), after an illness or a trauma, ingakneaning of life’'s experiences is
the central work in the journey to find a new deation map and to establish a new plot
structure. As we relearn the worlds of our expexee we reweave the fabric of our lives
and come to a new wholeness. Relearning the wolflagir experience is a blend of

meaning-finding and meaning-making (Attig, 1996hislrelearning is a re-shaping and
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a re-storying of a person’s identity when he/sh&noago back to the old one (Boyle et
al., 2003).

Frank (1995) emphasises the need for listenerscah®and contribute in a unique way
to assist people in making meaning of their unigugeriences. In what unique way can

I, as a counsellor at the Auckland Spinal Unitglisand contribute?

Weingarten (2001) has shared how, when she wais diagnosed with cancer, she
quickly learned that people wanted to hear a rggiit narrative. | have noticed at the
Auckland Spinal Unit that this would be true of mastaff members, and sometimes of
myself too. | have also noticed that many patigrefer a restitution narrative. The

restitution narrative at the Spinal Unit would gorreething like this: “I have had a

significant accident, | am over the worst, in tlushital they thought | may not live, | am

now at the spinal unit and you guys are specialistsis area and every day | notice that
| am becoming more and more independent. | amyréa#.”

Weingarten (2001) tells of another illness naretshe wanted to tell, not about
restitution, but a chaos narrative. She says thisative consumed her. She would hide
this illness narrative like a jewel, unwrappingurider special conditions of agreement
about secrecy and safety to only a few who mestrergent criteria of trustworthiness.
Weingarten explains that she chose her listenersagefully as she would rocks in a

quickly moving stream she had to cross.

Weingarten writes that in her counselling practste now works very hard to help
people tell the story that fits their experiengehér experience, it is the chaos narrative
that people have learnt to censor. She adds: “ltrgmg to master the art form of
helping to call forth the chaos narrative” (Weirtgar 2001, p.7). It gives me hope in
my counselling practice that Weingarten claims sta is still trying to master calling
forth the chaos narrative. Her comments suggesthisais not easy; it is a real art and it
needs mastery. | am still a persistent and deteninaveller on this road to some
“mastery of calling forth the chaos narrative.”

Trauma and disability narratives co-exist. They araltilayered and multi-storied.

When 1 listen to the trauma and disability narrasivof the patients at the Spinal Unit,
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my intention is to make space to hear the multiissoof disability and trauma. Boyle et
al. (2003) mention how non-disabled people havenddncy to attend only to the story
of sorrow, misery and hopelessness. In my coungelionversations, | would like to
open up space for the multiple stories of disahilihe stories of hope, of success, of
positive thinking, of fear and of loss. It is imgenmt that | am available to be that listener
who cares and contributes in a unique way to apsistnts in making meaning of their
unique life experiences (Frank, 1995, p.55). Indhapter in this research report entitled
“How Counselling should be Offered” more detailgiven about maintaining contact

with a person throughout his/her stay at the Auwil&pinal Unit.

3.4.4 Loss and Control
It seems to me that most of the literature aboss land grief relate to death and/or
illness. A review of the literature reveals a gaphe information about loss and grief in
relation to trauma. Addressing trauma itself beesmmvisible, as it tends to be lumped
in with loss and grief in relation to bereavementl/ar illness. People with a spinal
injury are regarded as well. They are not sickllpbut their bodies do not function in
the ways that they previously did. In many instant¢bey no longer have control over

what they could control before.

Frank (1995) argues that chaos and control areeabpposite ends of a continuum. If
there is chaos, there is little or no control; amhversely, if there is control, there is
little or no chaos. Frank and Weingarten have ho#mtified the importance of being
able tell a chaos illness story. | believe thas ikian important aspect in a counselling
practice, but in a setting such as the Spinal Unitmy experience, it is also very
important that the physical practical aspects oitib are attended to. The notion that a
person can only have control if he/she does somgtlim/herself needs to be

deconstructed.

How can staff on a medical team at the Aucklanch&8pUnit offer agency to people
who depend on others for to meet all their persoealds — to feed them, wash them,
deal with their bowel and bladder function, tuherm in bed or get them out of bed.

How does attending to agency position a persorgaioa chaos control continuum?

When a person starts to feel that he/she carcenilirol his/her environment, even if it is
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through the hands of another person, this repasitithe patient in relation to the
dominant discourses that imply that independenceorisy achieved if one does
something oneself, shifting him/her to an alteweatimarginalised notion of
independence through other people. We as staff ttagensciously attend to the power
positions that we offer our patients if our intentis to ensure that patients are offered
agency when we work alongside them. We can dobpiseing very conscious of how
we as health practitioners use our power/knowledtions and by ensuring that in all
our interactions with patients we offer patienteragy. Positioning a patient with agency

stands against a chaos narrative.

3.5Conclusion

In this chapter | have looked at some of the disssi that influence people’s ideas
about loss, grief and grieving. | have noted tlmahe of the dominant discourses about
grief, especially the claim that the grief procesBnear and sequential with acceptance
as the end point, may position patients in a dismwhere they are made to feel that
they “have not done it properly” and/or that theg #orced to accept something that is
totally unacceptable to them.

The participant’s voices have revealed the widéatian in how people work with their
grief. These voices indicated that there is nolsingiversal way or process when it
comes to loss and grief.

The multi-layered and multi-storied narratives @$d and grief associated with a spinal
cord injury need to be heard. It is an art to waldngside a patient in such a way that
the person wants to share his/her chaos storyhat story reflects the person’s
experience. It is the storying of such chaos ssoaied other stories that helps people to
relearn the world, a world that has been changex/év by the loss.

Specifically when working with patients with a saircord injury, the physical aspects
of attending to agency and control need to be addk so that discourses surrounding
independence can be deconstructed to make roonaltemative ways of viewing

independence.
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4.  Sexuality and Spinal Cord Injury

4 .1 Introduction

A number of participants, in this research studgniified the importance of sexuality
counselling when they were newly injured. Partioiiga feedback about sexuality and
sexuality counselling will form the first part ofis chapter. Participants did not give
specific indications as to how this sexuality callisg should be presented and or made
available. In the second section of this chaptéarh to the literature on sexuality
counselling which will include suggestions as tavhgexuality counselling could be
offered. This overview will be followed by a fairljetailed explanation of the potential
physiological affects of a spinal cord injury orparson’s physical sexual functioning.
The reason these physiological affects are incladedecause depending on a person’s
level of injury different aspects of a person’s w&xfunctioning may or may not be
affected. Once the physiological affects have daghlighted the focus of the chapter
turns to the potential impact of cultural and sbéstors and how these factors can
influence, limit and or enhance a person’s expogsef their sexuality. Included in this
section will also be my personal reflections of hioselected to review some of my own
discursive practices about sexuality. This revigmMiositioned me more agentically in
deconstructing some of the discourses about séxubat were available to patients at
the Auckland Spinal Unit. The concluding sectioh this chapter will discuss a
sexuality project that | was integrally involved @t the Auckland Spinal Unit. The
intention of discussing this project is to demoastrhow counsellors can, through
projects at an organisational level, make morelgssubjugated discourses about spinal

cord injury and sexuality.

4.2What Did The Participants Say?

Of the seven participants who were interviewedtlits research five of the participants
were males and two of the participants were femdBmh females identified the
importance of sexuality counselling. Of the fivelesatwo of them now have normal
bowel and bladder functioning and neither of thetantified the need for sexuality

counselling. Matthew specifically said that sextyatiounselling was not important for
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him. This will be discussed in more detail in thexnsection of this report. Brett did not
mention sexuality in the research interview anddl bt ask him. Both of these men
(Matthew and Brett) were in the thirty to forty ageges at the time of the injury and
both were married and had families. It is very Ijkehat their injuries had not
significantly impacted on the physical aspects loéirt sexuality. One other male
participant, called David also did not identify theed for sexuality counselling. David
is in his late 50’s and he lives on his own. Durihg research interview, David focused
very much on the practical aspects of care and smlimg. Unlike some of the other
participants who | specifically asked about sexyaibunselling, | did not directly ask

David about sexuality counselling and he did natdpthe subject up.

In summary three men did not highlight the needdexuality counselling, two male
participants were not asked and they did not comiroerit, one male specifically said
he did not think it was important for himself pemafly. Both women in the research
study identified the need for sexuality counselling

4.2.1 Sexuality counselling is not for everyone
As mentioned above, Matthew specifically said th@twas not interested in sexuality
counselling. Matthew’s reason for not wanting séixyiaounselling or not feeling that it
was important for him was because as he statesa8 enly on the continuum to be
completely well again”. From Matthew’s perspective was going to make a 100%
recovery so something like sexuality counselling weaelevant to him because he only
wanted to talk about issues that confirmed his p@wnt that he was going to recover
completely. From a medical perspective there wamiial level of uncertainty as to
whether Matthew would re-gain his normal sexual cfioms. This statement of
Matthew’s (only wanting to focus on and talk ab@sgues that confirmed that he was
going to recover fully) is very important for coatisrs to heed to. Sexuality counselling
is not for everyone and sensitivity is needed mdifig out what is of interest to the

client, what they would like to address and whezytiwould they like to address it.

4.2.2 Sexuality counselling should be included in spinabrd rehabilitation
Four of the seven participants identified that sdixyicounselling was important to them
and that it should be part of the rehabilitationvees offered to patients in the

rehabilitation phase of their spinal cord injury.
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Paul, one of the research participants, aged foay and living on his own, with no
children shared his immense sadness about hisf likaé he was not able to have
children. | asked Paul about his ideas on sexuabiynselling and spinal cord injury.
Paul's response was as follows: “ThaéXuality counsellingis very very important.”

Paul said:

Everything from here down was affected. [Paul wadidating just below his
belly button] My bowels, my bladder, everything, it does not kvtdre way it is
supposed to. That is why | have to wear these &iflgs, all piped up and
everything. But sexually, no help, absolutely notghididn’'t even talk about it,
nothing. And to a man that is very very importdrdo not know, | suppose it is
to most men, you know. But the only way | can gaphthrough ACC, | have to
get myself into a relationship and then we havieatlee a problem, because of the
sexual side and then once we start arguing andhgettto real friction and we
are going to split up and we have argued and fotigdtt they will help but until
then they will not help, which is stupid. If | anmgle, | get nothing.

Paul continued to share about how he “brought ihegps of time when | have been for
examinations at the urology department” with noifpges results. At the superclinic,
where he went a couple of times he tried againwhgs brought it up there but no, no-

one could be bothered, .... I just give up on thejust carry on.”

Paul's frustration seems similar to some of thelve participants that Mc Alonan
(1996) interviewed. Mc Alonan (1996) interviewgeople with a spinal cord injury to
investigate their level of satisfaction with thexsal rehabilitation services they
received. “Participants reported feelings rangiragrf frustration and disappointment to
embarrassment and intimidation when encounteringltihecare professionals who
seemed to be either unwilling or unable to addressuality. Often participants
perceived an evasive or avoidant quality during cussions with their

physicians.”(McAlonan, 1996, p.830).

The extent of the sexuality counselling that Padilgt was:

All I ever got for that part [sexuality counsellingas a little page about that size
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[indicating with his hands an A5 size] on the eiss you can do to keep your
bladder working but hey, you are paralysed fromrdlgown, the muscles don’t
work, how are you supposed to do the exercises?hihgs they give you are
just stupid, it drives you insane, drives you nittsnakes you more determined
to think well just stuff them. And then again it ght not be like that for

everybody because it may be because of the waggtawthe time, | might have

just missed out on everything, just bad luck.

4.2.3 Timing of counselling
Miller (1988) in her study of ninety participanthaexperienced a traumatic spinal cord
injury found that there was a need to increasertsffo provide sexual information and
counselling services for those who are in the acate (approximately 6 weeks post
injury) and the rehabilitation phase of their treaht (approximately 6 months post
injury). From the information that Paul shared ibudd seem that he would be in

agreement to this suggestion.

In Miller’s (1988) study a need for sexuality coaligig in the acute and rehabilitation
phases of injury was identified rather than in plost acute phase (approximately a year
post injury). Len, another research participant Badilar ideas about the timing of
sexuality counselling - sexuality counselling wagportant during rehabilitation, post

rehabilitation was a bit late.

Larry was in his twenties when he had his spinatl aojury. Larry’s injury is in the
thoracic area of his spine and this means thabkduil use of his arms and hands but is
dependent on a wheelchair for mobility and his Hoaved bladder would not function
normally. His sexual functioning would also be efé®l by his injury. | asked Larry
whether sexuality was addressed or discussed withwhhen he was in rehabilitation.
Larry mentioned that the urologist did mentioroitiim but he did not recall anyone else
talking about it. He felt that sexuality was a difilt subject to talk about but it definitely
needed to be talked about. He said “ | think whea &re in the spinal unit it seems as
though it is all totally lost [he was referring hes ability to have sex in the future])...so
it might help I think, if | had a girlfriend or wef at the time it might have made a big
difference It would definitely need to be talked about” Lamentioned that the not

talking about it positioned him to think “oh my gadl is lost!”
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| asked Larry about his views on the timing of sexuality counselling. His response to
this was” | think | know my capabilities now; [this was apgimmately two years post
injury] it probably would have been a good timdatk about it when | was at the spinal

unit, at least know there are options”

Smith and Bodner (1993) suggest that practitiorsreuld introduce the topic of
sexuality during the initial rehabilitation periqdne - six months post injury). The
process of adjustment to life also involves adj@sttio the new sexual self and thus the
early introduction of sexual education and coumsglinay encourage the individual to
experiment with his or her partner during week-ande visits. The participants in Mc
Alonan’s (1996) study had a slightly different viesn the timing. She found that
participants felt they were not ready to deal witlte sexuality aspect of their
rehabilitation immediately after their injury butamted to know that the information
would be available when they were ready. Some efgérticipants in Mc Alonan’s
study felt that they needed to gain confidenceheirtother abilities first and that a
discussion on sexuality was a reminder of yet aotdysfunction. However
“participants stressed the need to know what tlogitions were regarding sexual
rehabilitation so that they could make timely anlligent choices that best suited their
needs” (McAlonan, 1996, p.831).

Sensitivity to individual’'s needs seems to be thaimcriteria in terms of timing.
However, a counsellor cannot interpret a patiemtsasking about this topic as lack of
interest or lack of need. As Len made meaning ngpkin the fact that nobody talked

about it as “oh my god all is lost!”

Herson, Hart, Gordon, Rintala (1999) suggest thaalth practitioners look for

opportunities to offer information about sexuabtyd initiate the discussion. The health
practitioner should not assume that the lack ofraskither by the patient or his or her
partner indicates lack of interest in sexualityomation. The patient may just be too

fearful or too embarrassed to ask.

4.2.4 Fertility
Of the seven research patrticipants five of them d¢faldiren varying in ages from two

years to approximately thirty years. Although | diok specifically ask, it seemed to me
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that of these five participants none of them wantedave more children and so fertility
was not something that was personally importarthéon. Two research participants did
not have children — Paul and Larry. In the reseantérview Larry did not discuss

whether he wanted to have children or not but Baated the following about fertility:

...Iit affects you a hell of a lot, | do not wantrealise it but it does. Yes well you
see in like in our family, dad has been doing @mify history and so far he has
gone back eight hundred years. And the way | lobkt,ait has come to a
screaming halt because some bastard sat in thdemtithe road and caused my
accident. [Paul swerved to avoid hitting someoast tontrol of the vehicle, the
car rolled and Paul sustained his spinal cord ynjdrhat is the end of our family
tree, just because of some dickhead. Those ardittleethings [Paul’'s voice

fades away and | noticed that he was fighting laaks]

Fertility will be further discussed in section £ %®f this research report.

4.2.5 Female Participants
The two woman in this research study, Avril and wexher, both had children. Awril
was living with her husband, she was in her thsraed the Lequecher had separated

from her partner after her spinal injury.

Lequecher’'s experience of sexuality counsellinghat spinal unit was very positive. |
mentioned to Lequecher that we had been lookingermlmsely at sexuality counselling
at the spinal unit and she said “they did get cesigind partners together and they went
through the sex talk. Like we could have an acdidshe means a bowel or bladder
accident] during sex, to clean before and to ckHfger and to make sure that he is clean
and everything like that. And that | could get pregt again.”

| asked Lequecher if she realised that she couldogEgnant again and she said that
initially she thought that “once | am paralysedrgtfeing else is paralysed.” Lequecher
did not want to have any more children and espganalt in the initial stages after her

injury. She mentioned in the interview that she wasually active during her week-end

leaves so she appreciated the information abaitiiitie

The literature emphasises the need for a holigjicaach to sexuality and intimacy. This
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holistic approach would include fertility, contrgt®n and sexual intimacy. Lequecher
also talked about the safety aspects of sexuatity, just from a physical health
perspective such as sexually transmitted infectibngs from an emotional safety

perspective.

Lequecher had been called on in the past as aspgaality counsellor. | was interested
in her perspective on the group counselling whité was involved in at the Auckland
Spinal Unit as well as the individual based couimsgl Lequecher expressed the

following ideas:

...the best is one on one [counselling], because thene is total confidentiality,
partners or married couples, they would not lika & group. Well | would not, |
would say it would have to go one on one, becaoseggt the total focus on that

one person or a couple, because they won't be o iopa group.

Cushman (1988) asked inpatients in a rehabilitatiogpital (patients with spinal cord
injuries and those who were requiring rehabilitatifior other reasons) what their
preference was in terms of delivery and presemtatay sexuality counselling. She
found that most participants (irrespective of theason for rehabilitation) preferred a
private talk with staff, which the staff membertiaied, or being provided with a printed
booklet.

Avril mentioned that the Auckland Spinal Unit ladka lot of information when it came
to sexuality counselling. Avril's first priority focounselling was her family. Once she
knew her family was supported and taken care ofvelieted “more information just
being a spinal cord injury person.” Two main ar#@at she identified were “getting
back into motherhood again” and “getting back iataelationship.” Avril felt that
couple counselling for both herself and her hush&odld have been useful because “it
is a whole new world”, referring to sexuality amdimacy with her husband after her
spinal cord injury. Avril was given a booklet abaéxuality but for her this was not

adequate information.

The above experience of Avril was similarly foung BcAlonan (1996) who

interviewed twelve participants who had a spinatdcanjury and their level of
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satisfaction with the services received. Elevetheftwelve participants in Mc Alonan’s
study reported having received some form of sexelaabilitation services. Generally
the participants found it helpful but only threetbé twelve participants in this study

judged the quantity of information as satisfactory.

Avril further commented that as an outpatient she iow received more information on
spinal injury and sexuality. She mentioned thag“tloctor brought it up [sexuality] and
| was quite comfortable. | thought oh cool, | wastg pleased that it was mentioned,
and | did ask for more information on it". | alséfeyed to send to Avril the two DVD’s
that we have on sexuality. The one is SexualitydRelvhich is a DVD on some of the
experiences of four couples, one or both of whoweha spinal cord injury, and their
experience of sexuality and their injury. The oti¥vD is by Marcia Spica and is
specifically for woman. This DVD discusses the eipwes of three women with

different levels of injury and some of their exgerces of sexuality and intimacy.

4.2.6 Summary
In summary to this section on the views of theipgudnts there was strong support from
the participants for sexuality counselling whicleluded discussions about fertility and
contraception. The optimum timing of counsellingresed to be during the rehabilitation
phase (one — six months post injury) however fanes@articipants, if they did not
receive this counselling during this time peridteyt appreciated it being discussed after
this time. There seemed to be strong support fapleocounselling. Despite the strong
support for sexuality counselling, counselling red¢d be sensitive to the individual
patient’s needs and not everyone wants sexualiiys®lling. It is the responsibility of
the practitioner to initiate the discussion andtoanterpret the not asking by the patient
as lack of interest. Letting patients know whaavsilable and what are the options as
far as sexuality counselling is concerned is imgratrtout being sensitive to which of

these options the patient is interested in (andWvisereally key to effective counselling.

4 .3 Strands taken from the Literature Review

A review of the literature on the impact of a spinard injury on sexuality tends to
focus on three broad topics. These topics are $igkeaunselling, research relating to
the physical sexual abilities of a person aftepima cord injury and levels of sexual

satisfaction after a spinal cord injury.
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Detailed below is a review of the literature onsity counselling and training. This
will be followed by the literature on the physiologl aspects of a spinal cord injury and

the functional implications of this on sexuality.

4.3.1 Sexuality Counselling and Training of Health Pradioners

In reviewing the literature on sexuality and spioaid injury there was strong support
that sexuality counselling should be included asaadard part of rehabilitation. Doctor
Sandra Cole, professor in the Department of PhyMedicine and Rehabilitation at the

University of Michigan medical centre and Directdrthe Sexuality Evaluation Clinic

(as cited in I. Smith, 1995, p.83), states thatg®uld be viewed as just another activity
of daily living (ADL). Cole says that sexual healdexual activity, sexual desires, body
image and self esteem are all activities of dauiynd). Sexuality should be treated in the
same way as any other aspect of health care. Widmot be sectioned off and regarded

as being out of bounds for discussions.

Booth, Kendall, Fronek, Miller and Geraghty (200249) say that a “spinal cord injury
may result not only in physical losses and permadisability but also cause disruption
to the psychosocial, vocational and sexual funatigrof the person. Philosophies of
rehabilitation have expanded to encompass all ddenains and therefore a holistic
rehabilitation program should include opportunitiesaddress sexuality issues.” In other
words rehabilitation should not only be focussedtloam physical aspects of recovery,
what the social model would call functional impagmb, it should also include
emotional adjustment, vocational guidance and diyxu8pica (1989, p.56) agrees with
this holistic view of rehabilitation highlightinthat a spinal cord injury “invariably
affects sexual functioning challenging the usualysvane thinks about sexuality.
Rehabilitation and development of standards of fareexual counselling is essential.”

Sexuality is a complex phenomenon, which pervadesmlogical being, our sense of
self and the way we relate to others (Mendius919%8). Sexuality has been described
as having a physical, emotional, psychologicaljaand spiritual dimension (Lysberg
& Severinsson, 2003). Sexuality counselling thenefoeeds to include biological,
psychological, social and cultural factors. Wah Yamd Tunku Zubir (2000) in their
study on sexuality using eight focus groups comgjstf twenty eight adults with spinal
cord injuries reported that participants wantedimfation on sexuality, reproduction,
contraception and fertility treatment. The litewra highlights the need for sexuality
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counselling to be included as part of rehabilitatand that this counselling should not
only focus on functional impairment (erections aaginal lubrication) but also on the
social, psychological, spiritual and cultural agpef sexuality.

Summerville and McKenna (1998) point out that diesthe strong evidence to support
the importance of sexuality counselling in rehasiion there seems to be low levels of
addressing this issue of sexuality during or eviter @ person’s rehabilitation. They
further highlight that men were almost twice aslyjkas woman to receive sexuality
counselling. They conclude that there is consurappart for the inclusion of such an
intervention in the overall rehabilitation procebst existing programmes do not
adequately meet patients’ needs. Ray and West (1884nd that people with a spinal
cord injury who received comprehensive and accurdta@mation report being better

adjusted sexually.

In summary there is a high level of agreement e ribsearch literature that sexuality
counselling should be included in rehabilitatioreeBiback however from studies
indicates that consumers feel that their needshis @rea are not being adequately
addressed. To adequately address these needxdatisecounselling it is important to

include the physiological, psychological social andtural factors. This next section

covers these as pects.

4.4 Physiology and Sexuality

The impact of a spinal cord injury will most likedffect a person’s sexual functioning.
This section will detail the physiological chandbkat may occur as a result of a spinal
cord injury. These physiological changes will bgeledent on the level of injury. By
level of injury | mean at what level the injury toplace on the spinal cord. The specific
site of the injury effects different parts of thermous system, which in turn will effect
different parts of the body. The physiological ofpas will also be dependent on the
severity of the injury. Severity of injury, in medi terminology, is described in two
ways, complete or incomplete spinal injury and sing what is called Asia Scores.

These two descriptions will be explained below.

88



4.4.1 Complete and incomplete spinal cord injuries
If the spinal cord injury is complete, it meanstttiee spinal cord, at the point of injury is
completely severed. In other words there is nostrassion of signals from the brain
past the point of the injury. An incomplete spiglry means that the spinal cord is
only partially severed. This injury could be mimhand although there would be some
loss of function, the body would adapt and compenga this loss so there would be
minimal visible or noticeable effects of the injufjhe injury could also be very severe
but not resulting in the spinal cord being complesevered. In this situation the person
would have more extensive loss of functionality thére may be areas of their body,
below the level of injury that are not affected.eTduestion really is how incomplete is
the injury? Depending on the answer to this quesfwhich often cannot be fully
answered in the first few months of rehabilitatiadh)s will determine what bodily
functions are retained and what is lost. This isywivhen a person’s injury is
incomplete, from a medical perspective, it is difft to know exactly how it will effect
the person. In terms of sexuality counselling & fherson’s injury is incomplete there
are often no definites as to how exactly it wilfeet a person’s physical sexual

functioning.

The level and degree (complete to incomplete) @eeson’s injury may affect their
person’s ability to be sexually aroused. Sexualusab happens in two ways - a
psychogenic arousal and reflex arousal. The imjpdina of these different forms of

sexual arousal will be discussed later in this tdrafSection 4.4.3).

4.4.2 Asia Scores
The Asia Score for a spinal cord injury is a farrendetailed description of the severity
of the injury. The scores go from A to E. Theseresalso detail where the injury is
located ranging from (Cervical) C1 — C7, (Thoracid) — T12 and (Lumbar) L1 — L5

and (Sacral) S1 — S5. Where these areas aredasatbhown in the diagram below.
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An ‘Asia A’ score would be the equivalent of a cdetp spinal cord injury, as described
above. In other words the spinal cord is complesglyered and no motor or sensory
function is preserved below the level of injury. Aksia B’ score indicates that the
injury is incomplete but the expectation is thagréhwill be significant loss of bodily
function. Sensory function may be preserved butomfinction will be compromised.
The amount of loss is also dependent on the levigljury in other words at what level
was the spinal cord damaged. An ‘Asia C’ scoredatdis that there will be loss of
functioning but it will probably not be that extérs In the long term (one — six
months) the expectation is that the person wouldlide to walk but perhaps with a
walking frame or stick and that there may be somss bf hand and arm functioning but
not to the extent that it would prevent the perBom using their hands for normal day
to day activities. There may be short term losduoictioning of the bowel and the
bladder but it would be more usual that these fanst returned, but there are no

guarantees. The expectation is that there wouldbedbng term loss of one’s physical
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sexual functioning, but once again there can beguarantees. An ‘Asia D’ score
indicates that the expectation is that the persidiregain full functioning. An ‘Asia E’
score would indicate that there is normal motor sersory functioning.

The scoring ‘A — E’ indicates the severity of tigury. The C1 -C7, T1 — T12 and L1 —
L5 indicates the level of injury. The highest lewtlinjury that a person can have is a
C1, which is the % vertebrae in the cervical area of the spine, wiscthe very top of

your spine. A person would not survive if the ijjwras severe and at this level to the

spine. The lowest injury level of injury is S5 whits in the sacral area.

In terms of Asia Score a person’s injury would lesatibed for example as C5 Asia A
or T10 Asia D. As a counsellor | have found it vargportant to have a good
understanding of the Asia Scores and their possilyidications when counselling both
patients and their partners. From a medical petsfgeihese scores determine a person’s
prognosis. It is important for a counsellor to wustiend the medical prognosis to

effectively work alongside the patient and his/partner.

Nerve endings in the lumbar and sacral area (iarotlords the bottom of the spine) are
primarily responsible for sexual functioning. Ittieerefore not unusual for a person to be
mobilizing independently, full arm and hand funoiiy but their sexual physiological

functioning has been effected.

4.4.3 Level of injury and its impact on sexual functionm
(The information detailed below is from the spimairkshops on sexuality held at the
Auckland Spinal Unit in 2005 — the guest speakes Wabbie Hagan, Clinical Nurse
Consultant, Royal North Shore Hospital)

The impact of a spinal cord injury on a person’ygital sexual functioning will be
dependent on the level of injury and the seveliitihe injury. These implications will be

discussed below.

However before discussing these it is importaritawee an understanding of the different
forms of sexual arousal which for a female resultan engorged clitoris and vaginal

lubrication and for men an erection. The two typésexual arousal are psychogenic
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arousal and the other type of arousal is reflexsab

Psychogenic sexual arousal originates with stinaradf the nerve cells in the brain as a
result of erotic thoughts, fantasies or visual, itmug and olfactory stimulation. This
form of arousal originates in the brain and travdels/n the spinal cord to the sacral and

lumbar areas of the spine.

Reflex sexual arousal comes from direct genitahgkation or direct stimulation of other
erogenous zones. The nerve endings responsiblddaresponse to genital stimulation
are centred in the L1, L2 area of the spinal cBeflex sexual arousal is generally of a
‘better quality’ than psychogenic arousal. It igaeded to be more sustainable and in a
male, the erection is more likely to be sufficidat penetration in comparison to a
psychogenic erection. It is however not unusualeitiner a psychogenic erection or a
reflex erection not to be sufficient for intercoewrsSo although many patients with a
spinal cord injury retain some reflexogenic or psygenic erectile function, these

erections are frequently unsuitable for sexuakamerse (Smith and Bodner, 1993).

4.4.4 Injury Level T12 and above (T12 — C2)

As a general guideline if a persons’ injury is frohe level of T12 or above and their
lesion is regarded as being complete physiologidhky should be able to have a reflex
erection (male) and for the women vaginal lubrmatand clitoral engorgement. If the
injury is incomplete sexual arousal will be depeariden the extent of the injury to the

nerve endings. The more severe, the more likelyetheill be increased loss of

functioning.

For a male the reflex erection is often not susiifor a sufficient period of time for

penetration, hence the use of erectile enhancindjaatgon and or sexual aids may be
required. If the injury is at the level of T12 aaiove, and the lesion is complete,

ejaculation and ‘conventional orgasm’ are unlikely.

Estores and Sipski (2004, p.117) assessed sixtywwraen with a spinal cord injury.
Forty of the women had injuries that were regara@etieing complete and twenty two as
incomplete. Their findings supported the hypothdbiat women with upper motor
neuron injuries (T12 and above) preserved refleritge vasocongestion (clitoral

engorgement). In this same study they found thét 55the woman with a spinal cord
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injury achieved orgasm. They found there was nfedihce in the ability of the woman
with different degrees of severity of the traumah® spinal cord to achieve orgasm. The
results did however indicate that it is easier quitker for able bodied women to have
orgasms than it is for women with a spinal cordipj The results also indicated that the
ability to achieve orgasms was significantly lovierwomen whose spinal cord injury
was located in the sacral spinal area, in othedsiar the lower part of the spine from
L1 to L5. The conclusion that they drew from thaégta was that an intact sacral reflex

arc is important in maintaining the capacity fogasm.

Irrespective of gender, if the spinal injury isla level of T12 and above, and the injury
is complete, it is unlikely that the person woulel &ble to experience genital sexual
arousal from psychogenic stimuli. The reason faes ik that the stimulus cannot be

transmitted through the spinal cord to the gemitah.

4.4.5 Injury level T11 and below
As a general guideline if a person’s injury is fréemel T12 and below and their injury
is regarded as being complete there will most yike# an absence of reflex erections.
There is the possibility of being sexually arous®an psychogenic stimulation as well
as being able to ejaculate and or have a ‘convealtiorgasm’. Once again if the injury

is incomplete it will depend on which nerve endihgse been affected.

As the quality of a psychogenic erection may notsbéicient for penile penetration,
once again erectile enhancing medication or sexidalmay be needed.

4.5Implications for Counselling

The next section of this report will weave the sl&@m the participants plus ideas from
the literature into the practical application ofwha health practitioner can offer

sexuality counselling.

4.5.1 Physiological knowledge and sexuality counselling
From a social constructionist perspective no evastintrinsic meaning. The meanings
attributed to an event will be influenced by thesifoning of a person within the
prevailing discourses available to him or her. Emguthat a person is knowledgeable

about how his/her body works after a spinal coijdrin could affect the way he/she
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interprets or makes meaning of altered sexual resggosuch as the ability to have an
erection or vaginal engorgement. Ensuring thagragn with a spinal cord injury has an
understanding of why his/her body may respond aiffdy after the spinal injury may
prevent misunderstandings from occurring and inateuconclusions being reached. A
person with a spinal cord injury may very easilysimierpret physical sexual responses
as he/she may be using the lenses / discourse$dlsite used prior to the injury for
meaning making. Ensuring that patients and theitnpes have accurate information
about how their ‘new’ body may function, positicdihem (patient and partner) to reflect
and deconstruct various discourses about sexwaaldythe position calls that are on offer

and they (patient and partner) can then selectlaadlop preferred subject positions.

For example if prior to a person’s spinal injuryotee stimuli played a large part in
his/her sexual satisfaction but after the injurgsih erotic stimuli have no effect on
sexually arousing him/her, this lack of affect @bbk very confusing to the person with
a spinal injury and or his/her partner/s. He/shey maonder why previous erotic
thoughts, fantasies and visual, olfactory and awgistimulation do not have the same
effect as prior to the injury. He/she may interptigis inability to become sexually
aroused in the genital area as ‘not finding somesaxeially attractive’ when in fact it is
just that the body cannot transmit the signal tgloto the genital area. This lack of
sexual arousal could also be confusing for thengats and once again the reasons could
be misinterpreted — some of the misinterpretatiomgd be of lack of interest, lack of
desire to be intimate, an inability to have se¥ack of sexual attraction.

As a result of the physiological changes in theybdte length of time needed to
become sexually aroused and to have an orgasm akay lbnger than previously
required. This ‘needing more time’ to be sexuallfified may be interpreted as lack of
ability and or interest rather than just the fdwttit just takes longer to be sexually
satisfied.

A good understanding and knowledge of the bodyé&tner’'s body) may stand against
these misunderstandings and open possibilities aftgrnative ways and ideas of

becoming sexually aroused and sexually satisfied.

As a counsellor at the spinal unit | have fountbitbe important to personally have a

good understanding of the physiological aspectspafal cord injury and how this may
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affect a person’s sexual functioning. | have ndbted people are often more comfortable
initially to talk about the physiological / biolagil side of intimacy before talking about

other concerns and worries relating to sexuality.

4.5.2 Fertility
A woman’s ability to conceive is not affected bys@inal cord injury. A woman may
experience amenorrhea for the first few monthg duée injury as a result of the trauma
but this is not normally long lasting. For a mamiger, the sperm quality is frequently
affected by a spinal cord injury. However, sperimiegal techniques are so advanced
these days that through artificial means spermsbearetrieved and used for in vitro
fertilization. This would normally involve going ta fertility clinic. In New Zealand
there is certain funding from ACC for couples whould like to pursue the option of in

vitro reproduction.

From a counselling perspective | have found it éarbportant to have this information
and to be able to refer people to fertility expeststhey can discuss their particular
situation in more detail. Especially with youngeenmand woman, parents are often
very concerned about their child’s ability to regwoe offspring. The Auckland Spinal
Unit has a urologist who has clinics on site andshavailable to discuss fertility issues

with both in-patients and outpatients.

4.5.3 Psychological and Social Considerations
In Chapter two of this report the discursive praduc of discourses was discussed. It
was noted that discourses are taken for grantedrggns and ideas about how things
are and how things should be. These discoursedittb@sand shape the meanings
people make of their experiences. Truth is viewedubjective rather than a scientific

fact.

Arkwright (2005, p.35) sharing his experience ofrkweg as a counsellor at the
Auckland Spinal Unit mentions that the meanings ppeocheld about ability and

disability prior to their spinal cord injury sigieaintly impacted their reactions to their
impairment and these meanings were inevitably emeblodithin discourses specific to

disability, culture, gender, age and often carse~ell.
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Whilst Arkwright did not specifically mention disases about sexuality the point he
was making was that the discourses that are almitaba person prior to their spinal
injury will influence the way they make sense ahd tneaning they attribute to their
spinal injury. Likewise discourses about sexualit)f impact on a person’s reaction and
the meaning they attribute to their sexual fungtign As Arkwright (2005) has stated
these will be embodied within discourses specificculture, gender and age. The
discourses that a person held about sexuality pyibrs /her spinal cord injury will most
likely be the lens through which he /she initialhake sense of sexuality.

In spinal cord injury sexuality counselling, makingore known the lenses and
discourses through which a person has in the padersense of his/her own sexuality,
can be important both for the person themselvesvalb as tentatively guiding the
counselling conversation. For example if a perdmaress with me that his/her approach
to sexuality prior to his/her spinal cord injury svaery innovative with very few
boundaries about what was acceptable and what @ataswould be tentatively holding
ideas that he/she is positioned in a way that thereld not be too many limitations
placed on him/her to discover alternative ways @feting his/her sexual desires and
needs. This would affect both the person with fhiead cord injury and his/her sexual
partner/s. If a person shared with me that he/slgdeviery definite and fixed ideas about
what was acceptable and what was not acceptaléens of sexual expression | would
tentatively be wondering if this person may be reséed in deconstructing some of
those ideas to open space and new possibilitiest aexuality. For many people with a

significant spinal cord injury ‘conventional’ sexanot be a possibility in the future.

Kaufman, Silverberg and Odette (2003, p.3) statd¢ tiwrong ideas about sex and
disability affect us all....when we align ourselvesthwthese ideas we limit our
possibilities as sexual beings. ” These ideas agthsnabout sex produce discursive
practices that influence a person’s ability to adapd adjust to changes in their own

sexuality. Kaufman et al (2003, p.3) identifiesuanber of common myths:

People living with disabilities and chronic illnese not sexual.
People living with disabilities and chronic illnesse not desirable.

Sex must be spontaneous.

O o o d

People living with disabilities and chronic illnesan’t have “real” sex.
“‘Real” sex progresses from light activities likeséing to the “real” thing
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which is penis in vagina intercourse, to simultarsesorgasm in ten minutes
or less.
[0 People living with disabilities and chronic illnease pathetic choices for
partners
0 People living with disabilities and chronic illne$g&ve more important
things to worry about.
0 People living with disabilities and chronic illnessre not sexually
adventurousind if they are they have a sexual perversionli¢ganine)
People living with disabilities and chronic illnesko have sex are perverts.
People living in institutions shouldn’t have sex.

Sex is private.

O O 0o O

People living with disabilities and chronic illneston’'t get sexually
assaulted.
[0 People living with disabilities and chronic illneston’'t need sexual
education.

[0 People living with disabilities and chronic illnese unnatural.

The discourses mentioned above may position a pevgh a disability in a non agentic
position in terms of his/her freedom to express amgerience his/her sexuality. A
person with a spinal cord injury may have a peziee for being able to express
him/herself sexually but the discourses that teth/her how to go on may inform

him/her that other people will not be interested him/her sexually and or it is
‘abnormal’ to have interests in sexuality if yowhaa disability. Sexuality counselling
would include deconstructing and de-centering soafethese above-mentioned
discourses which could be problematic for a peradtthh a spinal cord injury. As

Kaufman et al. (2003) mentioned, if a person hdlisse ideas it may limit his/her

possibilities as a sexual being.

A video called Female Sexuality, narrated by Dr &fmiSpica and used at the Auckland
Spinal Unit for teaching and educational purpodeghlights that some women
experience an improvement in their sexual relataftesr their spinal cord injury. This
highlights the point that a person’s possibilitissa sexual being need not be limited as a
result of a spinal cord injury. In this video theeowoman who was aged about forty five
discusses her experiences of sexuality after haalspord injury. She talks about how
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for her to have an orgasm takes much longer thaat widid prior to her injury. She,

however, also shares how as a result of her spijuay, her and her partner have had to
pay much more attention to stimulating other pafthier body and being in a sense
much more innovative and creative around sexutlid;n what they previously felt was

required. In many ways they have now a more satigfgexual relationship than what
they previously had. This would be an example wleeye couple they reviewed their
‘taken for granted assumptions’ and practices ahout long sex should take and what
is included and excluded in intimacy. Through tl@giewing process they took up new

ideas and possibilities about sexuality.

Jackson (cited in Smith, 1995, p.164) mentions pleaple with spinal cord injuries have
made a number of surprising discoveries about A#kough genital sensation is lost
many men and woman with spinal cord injuries dgvedoogenous sensations in other
parts of their body and they report that they dle & have orgasms in other parts of the
their body. Some people that | have spoken to wiipinal cord injury report similar
experiences of discovering erogenous zones in gidus of their bodies. Jackson (cited
in Smith 1995, p.164) concludes that for some pegpkuality can actually get better
after a spinal cord injury.

Having satisfactory enjoyable sexual experiencepoissibly more dependent on the
discourses through which we make sense and makeimgeaf our experiences rather

than the actual physical abilities of our bodies.

4.6 Personal Journey

| started working as a counsellor at the Aucklapth& Unit in January 2004. When |
was interviewed for the position and asked a goestbout what do | see included in the
counselling role, | informed the panel that | thbuthat sexuality counselling could be
an important aspect of the counselling role butkmgwledge was not sufficient, at this
stage to fulfil that requirement. My previous rdlad been working with adolescents
who had been sexually abused. | was very comfatabtalk about sexuality but | did
not have the required knowledge needed to compgtefier sexuality counselling to

people with a spinal cord injury.

At that stage (when | was initially interviewed)thought it was only a lack of
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knowledge that prevented me from effectively collimggin this area. However | have
since realised that it was lack of knowledge ars aome discourses about sexuality
and disability that | held that positioned me wdth inability to see other possibilities
and options. This inability to see other optionsost in the way of my being able to
deconstruct some of the discourses that patierdstteir partners held that prevented
them from being able to adequately satisfy thetuakneeds and desires. | believed in
the right of all people to sexual expression angfsation. However, | noticed that there
were certain myths about sexuality that | needegketmnstruct for myself, if | was going

to be able to support patients and their partmetisair own deconstruction process.

Kroll and Klein (1995, p.16) note that:
One of the most common misconceptions about peejite disabilities is that
they can’'t have sex, don’t want sex or are notr@sied in sex. People seem to
think that a disability neuters you sexually. Thagitude can be found even
among professionals who work with disabled peoplefortunately the way

people are perceived often becomes the way thegperthemselves.

In my first few months, working at the Auckland Bali Unit, it became quite apparent
that sexuality was not something that was reallgeth about; there was talk about
bowels, bladders, catheters with the patients atl getting meetings and in the
multidisciplinary meetings but not sexuality. | asnally saw in the notes ‘Viagra
prescribed’ — not successful or perhaps succes3fnis tended to be the only
documented evidence of our input with regards xuakty. The invisibility of sexuality

communicated that this is not something that wea deealth practitioners really talk

about at the Auckland Spinal Unit.

At the end of this chapter | will detail the prdjebat | took a lead role to address this
invisibility. However, in terms of my personal jo&y | have made a concerted effort to
increase my knowledge base in this area and exansioime of my discursive practices

about sexuality and intimacy that were barriersnier.

For example | remember one wife discussing sexualith me and she mentioned that
by the time her husband is out of the wheelchhe,datheter is sorted out where is the

spontaneity and fun in having sex — so what ispiniat? At that stage, when she shared

99



this with me, | was similarly positioned to herthre discourse of sexuality needs to be
spontaneous, that | just tended to agree withlhene has to put so much planning into
having sex, where is the spontaneity? | have ra®n\g result of deconstructing some of
my own discourses about sexuality come to questigrtaken for granted assumption

that unless sex is spontaneous it cannot be fureajogable.

Now when faced with similar comments | respond velifferently. | am very
comfortable to deconstruct the idea of sex neetbirfge spontaneous. | am comfortable
to talk about the idea that intimacy should onlycwcin certain places. Is there
possibility for one to be intimate in one’s wheeltl? This ability to respond differently
with increased comfort in this area is a resulingf gaining knowledge about sexuality
and spinal cord injury plus questioning some of omyn discourses about sexuality. |
have also noticed that the more discussions | hdtrepatients the more my confidence

level and skill increases.

4.7 Sexuality Project

In December 2004 a project team was formed at thekldnd Spinal Unit to develop

ways of consistently addressing sexuality withpaliients and their partners.

The model that the project was based on was theld{8S-IT model. This model was
developed by psychologist Annon (1976). This mogdedvides different levels of
therapeutic intervention appropriate to the levielall, knowledge and comfort of the

individual health professional. These levels are:

P - represents permission

Li— represents limited knowledge
SS - specific suggestions

IT— represents intensive therapy

The idea of the model is that within a rehabilagatfacility such as the Auckland Spinal
Unit every clinician should at least be at the H&rmission Level. This ‘permission
level’ involves an acknowledgement of the patiesgguality concerns and a permissive
environment where these concerns can be voiced. rBigjuires a level of comfort in

discussing sexuality with a patient or their partiiéghey bring the topic of sexuality up.
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It also includes an ability to competently discugth the patient and or their partner
who within the medical team would be able to tdfloat sexuality and or to make a
referral to that health practitioner. There is mpextation at this ‘permission level’ that

a health practitioner initiates a conversation alsexuality.

The next level according to this model is (Li) Ltied Knowledge which involves the
ability to clarify misconceptions about sexualitpdaaddress some frequently heard
concerns about sexuality. For example questionspiidents or their familywhanay
frequently ask me is: Will | still be able to hagkildren? Am | allowed to have sex on

week-end leave or will it damage my back furtheril Whe able to have sex again?

At this ‘limited knowledge’ level of the model a d# practitioner would have the

knowledge and skills to run group education sessatout sexuality.

At the third level of the model (SS) Specific Susfins the expectation is that a health
practitioner would be competent to offer individealunselling to facilitate a problem
solving approach to a patient’s particular problé&ims counselling could include couple
counselling. The model encourages an interdis@pyin approach to sexuality
counselling so any member of the multidisciplindsalth team would be suitable for
this ‘specific suggestions’ level. The ideal is bave a diversity of professions,
ethnicities and gender at this ‘specific suggestievel so that a person with a spinal
injury and or their partner can choose who theYttee= most comfortable with to discuss

sexuality.

The final level (IT) Intensive Therapy is undertakby a professional sexuality
counsellor when intervention via the other threeele has not been effective. This
would tend to be longer term counselling and waulast likely require a referral to a

specialised service (Summerville & McKenna, 1998).

The philosophy behind the P —LI-SS-IT model is thas multidisciplinary — sexuality
counselling is not the domain or territory of angesific discipline. All health
professional should have a level of comfort in &pEato people about sexuality, the
very minimum being able to direct a person to samewithin the multi disciplinary

team with the appropriate knowledge and skills.sThiodel also recognises that
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sexuality is often a difficult topic for people amldress and thus relationship and rapport
with the health practitioner is probably more intpat than the particular discipline of
that clinician. Ideally a patient would be ablectmose from a number of staff within the
multi disciplinary team who they would feel comfarte to discuss sexuality with. The

choice should ideally include a choice of gendge and ethnicity.

4.7.1 Sexuality project at the Auckland Spinal Unit
The sexuality project team for the Auckland Spidalt organised for Debbie Hagen, a
Clinical Nurse Consultant from Royal North Shorepital in Australia to run a series of
day long workshops so that every clinician (sowralkers, doctors, registered nurses,
enrolled nurses, healthcare assistants, physiqistésa occupational therapists social
workers and counsellor) at the Auckland Spinal Wtiended an introductory one day

training in sexuality and spinal cord injury.

The introductory training that we received from biebHagen addressed level one and
two of the P —LI-SS-IT model. As a result of thiaiming there was a very noticeable
shift in staff being willing to introduce the topiaf sexuality to patients. A more
advanced training program was also organised wdpgoximately ten people from the
Auckland Spinal Unit attended. This training wasused more on the level two
(knowledge) and level three (specific suggestiafighe P —LI-SS-IT model. As a result
of this training there were about five cliniciatat were comfortable to offer sexuality

counselling to patients.

A number of staff now had the knowledge to offexusdity counselling to patients. The
next challenge was to ensure that it was introdugedh regular part of a person’s
rehabilitation in a similar way to the way topicgch as skin care, managing your
bladder and bowel are introduced. The next steptavanclude sexuality as one of the
generic goals that all patients have at the Auak@&pinal Unit.

These six generic goals are documented in then'atieotes as follows:
1) Bowel Management: | will remain clean and dry areffrom accidents.
2) Bladder Management: | will remain clean and dry &ied from accidents.
3) Skin Care: | want to be able to recognise any pkiblems and prevent skin

breakdown.
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4) Personal Hygiene / Activities for Daily Living (ADLI want to be able to
meet / direct my personal hygiene needs.
5) Discharge: | want to be discharged to a safe enment.
Now added is:
6) | will have the opportunity to discuss my sexuadltie and how my spinal

cord injury has impacted on this.

This additional sexuality generic goal positiongusdity in the same way as discharge,
bowel and bladder management. In other words,eérséime way that we have a generic
goal for discharge, managing one’s bowel and obkgder, sexuality is included in
this.

The implications of the inclusion of this goal irdopatient’s rehabilitation plan is that
sexuality is very visible to the patient and in nmgkit a specific goal, the rehabilitation
team is expected to discuss this goal with theepatnd to find out from the patient
what in particular would be useful to them (if ampg) in the achievement of that goal.
As the counsellor I am usually the person who dises the sexuality goal with the

patient.

In addition to the inclusion of sexuality as a felitation goal, sexuality education has
now been included in the weekly one hour spinactation programme. This means that
on average, once every two months there is a ggdupation session on sexuality that is
provided. It is not compulsory to attend the seitydraining but the opportunity is

there.

Through the initiation of this sexuality projecetAuckland Spinal Unit has ensured that
sexuality and the discussion of concerns and issalaBng to sexuality are very visible.
This project opened up a position for me and otkem members to address sexuality
issues and concerns on an organisation basis andinmo it only to one on one

counselling.

4.7.2 Sexuality Counselling - Evaluation of Current Sees Offered
Mc Alonan (1996) researched the efficacy of spicaid injury sexual rehabilitation

services. She interviewed 12 people with a spiaed mjury. This research was done in
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America. She notes that participants in her studsfepred a direct open style of
communicating with an apparent comfort with thejeabmatter. A willingness to listen
and answer any questions was consistently mentibypezhrticipants as desirable traits.
Neistadt and Baker (1978) highlight that it is fgractitioner’s responsibility to initiate

the discussion and not interpret a lack of inqbiyythe patient as a lack of concern.

Through staff training, the implementation of a gen goal relating to a patient’s
sexuality plus the patient sexuality education isessas well as individual discussions
with patients and the use of videos the staff atAlickland Spinal Unit have become
very proactive in initiating and addressing sexyalith patients. Almost without

exception all in-patients (and their partners) hthe opportunity to receive education
and or discuss individually any questions or consg¢hey may have in relation to their

sexual functioning.

In conclusion the topic of sexuality is far morsille at the Auckland Spinal Unit than
what it was prior to 2005. Exploration of the relace of sexuality counselling is now a
specific goal for every patient, we do have regelducation modules on this topic and
staff are far more comfortable at the P (permigsend LI (limited information) level.
Within the Auckland Spinal Unit there is the expatto address more specialised
concerns when required. Patients are also givearaiah called “Back on Track” which
is an informative manual covering key topic arefs @pinal cord injury. One of the
chapters in this manual is on sexuality. In additidhvave networked with the Auckland
Sexual Health Services who have two specializeda#y counsellors working there. If
required we are able to make referrals to thewiser

Cushman (1988, p.68), in her study on spinal cojdry patients level of satisfaction
with staff efforts to address sexual concerns,tifled that written educational material,
consistently provided to all patients, as well @dfsnitiated discussions, create the most
effective routes to creating a higher level of aoner satisfaction. At the Auckland
Spinal Unit this is currently what we are doinglHpatients receive written information
in their Back on Track manuals, almost all in-patiseare now approached either by me
and/or the medical consultant or another membdhefmultidisciplinary team and a
discussion about sexuality is initiated. There rbaythe very few exceptions where a
person is not approached and this would normallpéeause the person is medically

unwell. In addition to this patients can attendaadion sessions on sexuality.

104



5.  Care and Counselling

5.1Introduction

This chapter gives a very brief overview of thetdmg of counselling services at the
Auckland Spinal Unit and the referral process tis #ervice. The participants in this
research study had some very definite ideas alimutvay in which the counselling
service should be offered to them and their famidiad this will be discussed in the next
section. In line with the intentions of action ras## as detailed in chapter one | will
discuss my current counselling practice and how liais been shaped and modified as a
result of the input from the participants. The dadeg section of this chapter will look
at care as an integral part of counselling. | aiflo briefly discuss the different position

calls that the counsellor gaze as opposed to thesetlor look can offer patients.

5.2 History of Counselling Services at the Auckland Spial Unit

Since 1996 there has been a dedicated counsedimges for the Auckland Spinal Unit.
In this time period there have been three counseifwluding myself. When | started at
the Auckland Spinal Unit as a counsellor, there hadn a gap of about six months
between counsellors. My knowledge about how thenselling service was previously
offered has predominately been gained from therinédion that staff have passed onto

me.

| therefore cannot be sure how previous counseflositioned the counselling services
within the Auckland Spinal Unit but the impressitmat | got from the staff at the
Auckland Spinal Unit was that counselling was mgainy referral, either self or from
staff. Once the counsellor received a referral gpoatment would be made to see the
patient. It did not seem to be the practice thatdbunsellor initiated the first contact and
saw all inpatients on admission. This way of refgrrwould be in line with the way
referrals within Counties Manukau District Healtrod8d are made to Psychiatric
Liaison Services.

Staff also informed me of a programme called FarNigt which was a support group

for family (whanay) members. This group was facilitated by the collmsand many
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staff reported how successful it was.

It did not seem to be the counsellor's practicatiend patient goal setting meetings.
Counselling seemed to be more one on one, by appem and for families a group

work approach.

5.3The Ideas of the Participants

A very consistent theme that came through in tes®arch was participants’ ideas about
how counselling should be offered at the Aucklanpin& Unit. Ideas from the
participants included how the counsellor should en&km or herself known to the
patients, the practice of setting up appointmentsen counselling should start and
finish and the role of the counsellor. Other chepte this research report have already
detailed the content of counselling such as setyyafirief and loss and family
involvement. This chapter attends to the agentisitipming that participants in the
research wanted to have in relation to counsellargl how counselling services are
currently positioned at the Auckland Spinal Unitistening to these voices and
incorporating this with the paradigm | stepped ithbimugh my studies and this research,
| formulate what it is that | can offer in all mglationships with the patients whom |

introduce the service to.

5.3.1 Counselling Invitation
In terms of the counsellor making him/herself knotenevery newly injured person
being admitted to hospital, every participant irs ttresearch project, without exception,
indicated that the counsellor should take theatiite to meet and introduce themselves
to the patient and not wait for the patient to e=sjuo see a counsellor. There was a
strong preference for the counsellor to develoglationship with all patients by just
‘popping in’ to see a patient in her/his room, extkhan only relying on a practice of
formalised appointments in the counsellor's offidearry, one of the research
participants discussed in his interview how thiggbice of formalised appointments with
the counsellor did not meet his needs.
Larry was 24 years old when he injured himself sgas in a sporting accident. His
initial rehabilitation was overseas but he was ndove the Auckland Spinal Unit
(approximately one month after his injury) for fugt rehabilitation. Larry suspected that

staff members at the Auckland Spinal Unit were eoned about how he was managing
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emotionally with his injury and he assumes thatytheferred him to the counsellor.
Larry discussed, in the research interview, hiseegpce of how counselling was
offered to him. He did not experience being agaiiticpositioned in the way the
counselling appointment was offered to him. Theeetgtion that he sees the counsellor
in his/her office without actually having met theunsellor first was not his preferred
way of making contact with the counsellor. Durihg research interview | asked Larry
what his advice would be about how counselling ddad offered. He commented on his

experiences and then gave a recommendation. Hevelsthat the counsellor:

...never saw me when | was in the room [his room].veneeally made herself

known, she was either in her office or not arounthe.first time | talked to her it

was in her office, but it would have been easieshié had introduced herself
from the start and then every now and again yowkmoaybe once a week just
pop in and just to say that you are making sureyba don’'t need anything, as
opposed to waiting for us to approach her.

My understanding of the above comment of Larry’s weat he would have preferred to
have seen the counsellor around the wards (notiartlye office). His preference was
that the counsellor makes him/herself known toteepain the person’s ‘own’ space. He

preferred this introduction to happen prior to adtisg the counsellor in his / her office.

This idea of a counsellor ‘making him / herself umd in the patients ‘own’ space has
the potential to significantly address power imbaks between patients and the
counsellor. It has the potential to reposition plagient in an agentic position where the
patient makes decisions about what she/he wouldvasld not like. This agentic

positioning of making choices is exceptionally imaat in a setting such as a spinal
unit. In a matter of seconds a person shifts framdp totally independent to in many
instances, initially very dependent for the mosimiate of cares - bowel cares, bladder
care, being turned two hourly for pressure relisfng hoists for mobilising as just a few
examples. Attending to agency in this situatioessential. Larry was requesting for a
counsellor to get to know him as a person so tigatan decide whether what the
counsellor can offer would be of use. This wayiantlwould be given the opportunity

of negotiating power positions with the counseland at the same time this can

deconstruct the idea that it is the professionpgkeise of a counsellor that is important
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in defining the relationship and counselling praces

Larry was interested in getting to know the coulesdlrst. This opens space for Larry
to experience himself as the senior partner incthenselling relationship. He is not just
the recipient of counselling, something that is @l@da him, rather he is a significant
agent in the production of the counselling procégéinslade, Crocket, & Monk, 1997,
p.53).

Continuing with this theme of how counselling shible offered or made available,
Paul's experience of rehabilitation, as previousigntioned in Chapter Three was that
there was no-one to talk to. Throughout the re$eamterview he mentioned this a
number of times, “just no-one to talk to”. Paul digbt that a counsellor should be

available to talk to him. He mentioned:

You see like me | did not have anyone to talk farafrom the other patients
you know, that was about it because nobody camasib me when | was in

hospital, just my mom and my dad and they had toecall the way from Taupo.
All my other friends — no [they did not visit meh&ad nobody around me. | just

got treated like shit so | had no-one to talk to.

Paul’'s preferences as to how counselling shoule een offered is reflected below in
this transcript from the research. There are a murabsimilarities between Paul’'s ideas
and Larry’s ideas in that the counsellor shoultlate the contact and see patients on the

wards.

Paul: Ye just basically to know that there was sone there to talk to or better still
they should have a counsellor that walks arouramlrat these wards, just talking
to people

Susan: You mean like just popping in

Paul: Yes like they did with everyone else, likE@ or the priest or the social worker,
or the person selling little sweets and the papeople to talk to. But you know
there are a lot of things that you cannot talkhen about.

Susan: So are you saying not waiting to ask foownsellor the counsellor should just

pop in and see you.
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Paul Ye Ye, | cannot see why not, just pop in aatjust like a friend does, it would
be a lot more relaxed and a lot more sociable

Susan: And that would have worked for you?

Paul: Ye well it would have worked for most peoplould think, it is a helluva lot
more friendly, you get on better with people thatywiike if you go to an office
and you sit on one side of the table and the gikeson on the other side — no,
not interested in that bullshit, you just sit tharel you [counsellor] sit there, and
you don’t know what it is all about. Later on sohieg pops into your head. Just
come round, hi how are you, better that way. Youagebetter that way it is
more relaxed. But it would have been good to haweebne to talk to at the
time. It just seems such a long time ago, it wdg bwe years, almost a lifetime

away, trying to push it away.

Paul also thought that a more relaxed, socialndiieinformal visit would have opened
a stronger invitation for him to consult with theunsellor. Despite Paul’'s very clear and
strong desire to have someone to talk to, he waold it seems have been willing to
have these talks in an office — as he said “no, intd@rested in that” meaning not
interested in sitting in a counsellors office infaamal environment. Winslade et al
(1997, p.57) mentions how before we even see sopemposition calls are already
offered. “Counsellors need to understand how altisuand beliefs about counselling
influence an initial meeting even before any waads uttered”. For Paul, having to talk
to someone in an office was not an option that tmted to consider. To see a
counsellor in his or her office would have silen&all before any words were uttered.

Paul, in his comments above, is deconstructingdba that all meaningful counselling
conversations must take place behind closed dmoasdounsellor’'s office, in a formal

environment.

Paul was a gardener, he used to attend to thergaedéhe cemeteries and in the parks
prior to his accident. He was not used to spentbogmuch time inside. Being outside
with his plants was what he enjoyed. Even on theaddhe research interview, although
the interview happened inside his house, Paul teeko look at his beautiful garden and
his birds. He showed me his garden tools that hesélf had adapted so that he could

use them. He shared with me how he at first coalgt do one small strip of the garden

109



because of poor balance. He had to lean on the feith one hand and he could use the
other hand for gardening. He initially only deveddpthe strip of his garden right next to
the fence. As his mobility improved he was abldetan on his crutch and so he could

access more places in his garden.

The interview with Paul touched my heart and sasiness very present as | thought of
this man who loved the outdoors, loved his gareas so innovative in the way that he
had used scrap materials to adapt his garden amolsised scrap materials for his bird
cages. He had an experience in the hospital thabtegoreted as being “treated like
shit”. His last comment “just trying to push it aytaeems to indicate that struggling is
still there and he is still “trying to push it away cannot help but wonder if Paul was
given opportunity for counselling conversations tthveere more in line with his
preferences (relaxed casual chats), would helsilttrying to push it away?” Perhaps
walks in the park with Paul may have been moreatmeutic and useful for him in his
“trying to push it away” than any amount of scheduappointments.

5.3.2 Focus of Counselling
In the previous section participants in this reslednighlighted their preference for
getting to know the counsellor in an informal walythe time of their admission.
Research participants preferred the counsellorake tthe initiative in making this
contact. This next part draws attention to paréinilg’ suggestions regarding the role of

the counsellor.

5.3.2.1Meaning making role of a counsellor

Brett, was injured in a contact sport. He initialas unable to use his arms and hands at
all and was not able to walk. His initial prognosias that it would be unlikely that he
would be able to walk again and if he was ablets would take a number of years.
Brett was married, he had a young family (childvexler five years old) and he was the
breadwinner in the family. Despite the initial pittbns of Brett's progress he
recovered very quickly, he gained a significant antoof functioning in his hands,
although there is still a weakness in his handd,hemis able to walk without the use of a

mobility aid, but he tires quickly.

Brett thought that, in his situation he would happreciated someone to help him and

his family make sense of all the information ancowledge that they were being
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presented with. He used the metaphor of an umisetldce, which Brett thought was a
very suitable role for the counsellor — someone \Whips you make sense of all the
information that you are given. Brett said thatgas at times feel a bit aimless and lost
and not sure what they should be doing next. Hetioveed that there are so many
people involved in a person’s care like Accidentr(pensation Corporation (ACC), the
doctors, the nurses, physiotherapists, occupatibeafpists and it is at times confusing
who is responsible for what service. He suggested one of the functions of a

counsellor could be to assist patients with thegrdtion of all this information and

providing direction or guidance in how to make megrof all the information given

and the services of the different professionalelived. His expectation was not that the
counsellor would know everything but that he or sbeld be a type of umbrella, a

person one can go to if you are not quite sure wwttarn to.

Matthew, also a married man with a young familyd lasimilar idea to Brett’s in terms
of the role of the counsellor being someone whadquovide “some form of tying

together of all the elements”. All the elementst the was referring to were similar to
Brett's — ACC, doctors, physiotherapist and occigoa therapist. Matthew felt that if
this “tying together was done a person’s experiemoald be “more of a tunnel rather
than a set of circumstances, and it happens aarosdain time frame.”

The two metaphors used above for the role of thmsellor in the Auckland Spinal Unit
spinal unit were “an umbrella” and a “tunnel” arfte$e indicate to me that patients
appreciate the availability of specialist servitasch as physiotherapy, urology services,
counselling) but the fitting together of these spkst services so a person can make
sense of the big picture and not just the spee@lsegments is what needs attention.
The participants wanted to see a pattern and aesequof how all the specialities fit
together (“umbrella or a tunnel”) and not a disfeth un-coordinated approach to their
rehabilitation.

A risk of specialisation of care is that professilsnsee only the part of the body that
they are specialised in. The body becomes fragrdeamd instead of seeing it as a whole
the danger can be that we as professionals onltheggarts. | did not get the sense from
either Brett or Matthew that they did not want #pecialised input. What they however
wanted was a weaving together of all these diffespecialised knowledges in a way

that they could make meaning themselves of thenmdtion given. | often hear patients
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at the Auckland Spinal Unit talking about neediadearn about their new bodies. | am
wondering if Brett and Matthew are referring alsatlie process of reclaiming (Frank,
1995) their bodies, bodies that are actually quitamiliar to them.

Brett seems to take this idea of meaning making autither. As previously mentioned,
Brett's progress was much faster than initiallydsceed. However, if he had not of made
the “leapfrogging” progress that he made, he f&lt it would have been good to have
someone “come in and be able to lay it out for a®,0pposed to a doctor, to have
someone come in and talk to you, what type of stppmyou want, do you need, what
kinds of questions do you have that may not belpwta medical nature, someone
with a bit of experience who can actually answet flor you.” Brett felt that about a
year after his injury it would have been usefulhave had someone that he could
“rationalise” with. Brett talked about this ratidisang in the context of not making any
further physical progress and thus coming to thaligation that he would have
permanent loss of certain functions. | understomd to be saying that he would have
liked to be able to talk with someone about thia imay that would help him to integrate

this knowledge of loss and ability.

Brett specifically felt that to have someone comend talk to him, as opposed to a
doctor, would be helpful. This is a very interegtpoint as it deconstructs the idea that
only doctors are qualified and able to speak waligmts about medical diagnosis and
prognosis. Brett was asking that “he could tallstmneone as opposed to talking to a
doctor”. Later in the research interview Brett axgs on his ideas of talking to

someone:

If I had the opportunity to talk to someone abdaut may be able to rationalise it
and to accept it quicker perhaps just to bringesh into the mind, then maybe
there would be less of those occasions [wishingulacdo the things | used to do],
it will never go away, but just talking to someoabout it would have been

motivating.

Both Brett and Matthew saw one of the roles of saliing as assisting patients to make
meaning of what is happening to them. This meamiading stands against “aimless

and lost” (Brett) and “a set of circumstances” (Matv). Matthew and Brett recommend

112



the counsellor to step into being positioned asatte to co-construct meaning of their

experiences and the information being received.

5.3.2.2Advocate role of a counsellor

David, a participant in this research study hadoiaat injury as a result of medical
reasons as opposed to many of the other partigpambse spinal injury was because of
an accident. Prior to David coming to the spinat tis mobility had already decreased
and he was using crutches to walk around. | wakiwgrat the Auckland Spinal Unit, as
the counsellor during David’s inpatient stay. Davidxperience of his inpatient period,
at the spinal unit was that he was frequently pms#d in a non agentic position and that
| could have supported him more in having a votloeua his concerns. One example that
he shared in the research interview was his expazieof physiotherapy. David’s
experience of physiotherapy was that other patimdsived much more attention than
he did. He shared with me how he had the potetatialalk but the physiotherapist was
so focussed on other patients (he referred to ag/ounan in particular) and that he
(David) was never really given the opportunity t@qiice. David therefore had ideas
about the role of the counsellor being more of daoaate and or a mediator. The
transcript below details David’'s experience of pbieerapy and also his ideas about
how counselling could have assisted him, had ihbeewed more from the position of

an advocate and mediator.

David: At first | was really motivated to walk btd motivate people you have to have
more people and more attention to encourage you.d. gae day | said to her
[physiotherapist] do you think | would ever be abdewalk and she said no |
don’t think so. So I just thought what am | doimgre [at the spinal unit] why
am | wasting my time. Then one day before I leis¢harged from the spinal
unit] about maybe two weeks before | left | saidildd please have a go on that
walking thing [walking frame] because | had seeother lady do it ...And |
could do it, [able to walk in the walking frame] rhade myself . She
[physiotherapist] could not believe it, | do nointh And then she started timing
me and all that sort of rubbish. Well it probaflgisn't rubbish in her book but |
thought it was. Then she let me go on the parbHe$ and at first | could hardly
do it, she had to help me but after two or thregsdawas getting better and
better at it. And | was thinking | should have b&®ing this two months ago not

just the last week. So, | was really disappointédhould have really talked to
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you about it but | didn't. So maybe you could tedkpeople about things like
that ...Maybe if you [Susan] had come along and &zo#t what is happening
with your physio, are you happy with what she isndpif | had talked to you
privately | would probably have told you these gsrthat I'm not really happy.
This is what is happening | don'’t like to compl#iat | don’t think that things are
going that good.

Susan But what I'm hearing you say is that you edd¢tose very specific questions to
be asked to you, how was physio going, do you feweconcerns. How did
your home leave go, what were the things that webskell, what did you have

difficulty with? So just a lot more specific enguinto things.

David Yes that's right...Yes that is one thing th#tink you could really have helped

people with, act as a sort of go-between or med@tavhatever.

David seems to be seeing the role of the counsadi@ socio political role. According to
Monk and Gehart (2003) narrative therapist’'s formains on countering oppressive
practices encountered directly in society or inctisethrough the dominant discourse we
adopt. David saw the role of the counsellor as tanng, in his opinion, an oppressive
practice where a younger person was given preiatean¢atment to him. He saw the
role of counsellor as not just one on one coumggliut someone who will go beyond

that and address inequality and unfairness.

As | reflect on David’s comments from the abovensi&ipt | am wondering what were
the discursive practices that positioned David imag that silenced him so he could not
speak out for walking again. David in his researdkrview often talked about “not
wanting to complain”. | wonder if this discursiveaptice of respecting professionals
with knowledge and not wanting to complain, silehtém? David was in his late 50's.
Did discourses about age and who is importantihsfiédnim? David did refer to a young
man (he was aged about 22) who in David’'s percepgiat all the attention from the
physiotherapist. Did the discursive practice of ygwpeople are more important than
older people, or ideas that he (David) has hadisnlife, position him in a way that

silenced him?
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The question | ask myself is how did | not hear stiimg that was so important? How
did |1 not hear something that was causing a patisatmuch disappointment?” In
reflecting on my counselling practice | think tlmy assumptions and story preferences
got in the way of my hearing what was so importanDavid. David had been on bed
rest for approximately three months. | just tookoit granted that once he was up and
about in his wheelchair everything was fine. | knibvt | had also had a discussion with
David about the possibility that he may in the fatbe dependent on a wheelchair for
mobility. His response was that he would be okatyhwiing a wheelchair as long as he
could go home and not have to go to a rest honeemivate hospital. Maybe | had a
strong preference for hearing the “I'm fine storgt as (Frank, 1995) calls it, the
restitution story — the idea of “l was sick butisnbam better” - and did not make space
in our counselling conversation for the story ofsafipointment and hope:

disappointment about physiotherapy and hope tdleeta walk again.

5.3.3 Timing of counselling
All of the participants in this research study wbihlkave spent a period of time (which
could vary from about two weeks to two months) ihatvwould be called an acute
medical facility such as Middlemore Hospital, Wdikalospital, Whangarei Hospital
before coming to the Auckland Spinal Unit for reihigdtion.

In the interviews participants did not make a v@gar division between when they were
at the acute hospital and when they came to th&land Spinal Unit. | also did not see
this division as being something that | wanteddouk in on in the research interviews.
It was interesting however to me that the participaalked about the total experience
not the ‘Middlemore Experience’ and then the ‘Spibait Experience’ for example.
The ideas presented below would be referring tathge phase of a person’s injury, the
rehabilitation phase whilst at the spinal unit alsb once discharged.

All participants in this research indicated thatieselling should be available throughout
their hospital stay and many identified the need ifoafter discharge as well. Two
participants (David and Matthew) did not specifigatlentify the need for counselling

after discharge.

Every participant identified ways in which couns®l would have been of benefit to
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them personally and most identified how it couldddenefited their families as well.
This finding, emphasizing the benefits of counsellireally surprised me. Prior to doing
this research | thought that many of the participavould say that counselling is a good
idea for others but not something that they wouglly have found useful for
themselves. This finding about counselling beingfuishas positioned me in being a lot
more confident in offering counselling to patieatsthe participants have identified the

service as important.

Lequecher, who has had her spinal injury for mbentten years, voiced her idea about

the timing of counselling as follows:

As for me, people who have been newly broken,vasuld put it, they need to
be counselled as soon as. To stop anything fudhein life happening and
once they get counselling they should get it foloag as they need it and that
will make a big difference to that person.

Lequecher did not receive counselling when shemnveady injured, she did not indicate
in the research interview whether she had declowmdselling or whether it was not
offered. Subsequently however Lequecher has, dwerears, had counselling from a
number of different counsellors, including myseMthough Lequecher did not have
counselling for herself, when she was newly injurskde was very pleased that her
children received counselling from the church thla¢ belonged to. Lequecher said “I
felt that my children needed counselling as wedc&use they were slapped with a mum
that they once knew was walking and then all obidden not walking. That was very

hard on them, on your children, they grow up vest.f

Lequecher’s local knowledge of counselling servige=eding it “as soon as and you
should have it for as long as you need it,” britgshe foreground funding issues for
counselling. Accident Compensation Corporation (AGQit counselling outpatients to

eight counselling sessions, unless the counsellotesva report as to why the
counselling should be extended. The not said m rdguirement is that the person with
the spinal injury should be able to address a#vaht issues that a spinal cord injury
produces within the limited sessions. If this i$ possible the counsellor should provide

a good report to request extended sessions. Wnedly there is no provision of
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funding for counselling for children and or famityembers from ACC. These funding
criteria of ACC support a very individualistic appch to health and well-being after
such a major life-changing event such as a spoval injury.

Avril, another research participant, when askedafoy comments that she would like to
make about counselling indicated that for her psailp counselling would have been a
big advantage.

The whole ordeal of being paralysed and havingte fmy future now as being a
paraplegic. And | think to have counselling to saippne through this, not just for
myself but also for my family ... to cope mentallytiwiit [effects of her spinal

cord injury] because | knew | just had to get othwny life being a mother.

Avril's experience was that she did not have timgrieve at the spinal unit, she was too
concerned about her family and how they were magadi asked Avril whether she
would have appreciated counselling support fromAhnekland Spinal Unit when she
was discharged. Her response was: “Oh for suta@nktit would have been a plus. To
have it there, on side because you need it. Ydwngrd that interaction with someone in
that field, you just cannot do it on your own.”

The expression that Avril uses “to have it thews, side” seems to so graphically
explain how available she preferred the counselimbe, it should be right on side. It
conjures up images that counselling is really claise accessible, an image of a sports
team where if you are “on side” you are in the triglace and there is agreement of
direction. | wondered how it would have been ifigome who was discharged from the

Auckland Spinal Unit felt that counselling was “side” and easily accessible.

To conclude this section on the participants respsnto counselling and how
counselling could be offered | thought that Markdscount of how he thought
counselling was offered and his suggestions fofuhe&e was very descriptive and most
appropriate for a medical setting.

...make informal communication and contact about lEngt else and then

across the time you have your chances to talk abaue of the bigger issues.
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And certainly that was not in evidence; | do nataleseeing people doing that
when | was there. | suspect that counselling wadiegpin the same way that a
band-aid would be. As a reactive service not a qinea service. Counselling
should be more like a systemic drug that it is @harlittle bit all the time as
positively as it can be all the time, not just fsitclg on the wound to try and seal

it over but looking at it from different angles.

If one had to understand what Mark was sayingrnmseof narrative therapy he seems to
suggest that one should not be focusing on thelgmokaturated story and try to fix it

up or seal it over but looking at different angles those unique outcomes and
marginalized stories.

5.4 Counselling Practices at the Auckland Spinal Unit

5.4.1 Meeting all inpatients
| started working as a counsellor at the Aucklapth&® Unit in 2004. Prior to this | had
been worked with adolescents whose lives had b#ented by sexual abuse. These
adolescents informed me that they had a strongmmete to meet a counsellor ‘outside
of the counselling room’ before they actually cdtesdiwith the counsellor. This way of
working — meeting a counsellor before making a sleni about consulting with the

counsellor- seemed to be relevant to the Aucklgmdeb Unit as well.

My usual practice therefore is to try to meet adwnpatients and preferably their
families (vhanay within the first few days of their admission teet Auckland Spinal
Unit. My intention in doing this is that patientseat me, Susan, as a person first. My
hope is that this will shift or trouble (Davies,8) any totalising labels that patients
may hold of counsellors. One patient described &har initial fears of counselling:
“When you go into counselling you think you arergpito be psychoanalysed from the
head down. It is scary. You say one thing and iamseanother. So you try and tell the
counsellor what you think they want to hear so gan get out as fast as possible.”

Troubling these types of totalizing labels is mieimtion in meeting all patients.

Hearing from the participants of this research rthpeferences for initially a more
informal introduction to the counsellor has remithahee again of its importance. It has

also brought more visibility to those ‘casual ch#tat | have with patients, for example
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to inquire about how the week-end leave went, andnfe not to discount these informal
connections as insignificant. It has also brougbtewisibility to just how much some
people really feel uncomfortable or even intimidaite a more formal environment, like

an office.

5.4.2 Scheduling the initial counselling appointment

The counselling practice of scheduling an initialigselling appointment with all newly
injured patients and not waiting for a person tecsically ask to see the counsellor was
one of the practices that | stepped into when rteiaworking at the Auckland Spinal
Unit. My intention in doing this was to positionwtselling in a similar way to how the
other rehabilitation services such as physiotherapg occupational therapy were
positioned, as a part of the rehabilitation proc@&séss practice of seeing everyone, also
contributed to demystify counselling as both theffstind patients saw me speaking to
everyone. This practice deconstructed the idea ¢banselling is reserved only for
people with problems. | have noted with this pr@ethat it has become much easier for
the interdisciplinary team to ask me to see someagepatients and their family
(whanay already know who | am. This first appointment \Wbwsually be in their

room. (In this section 5.4.3 | will discuss in maletail this first appointment).

The responses of the participants, from this rebeamn how counselling should be
offered has positioned me comfortably with thisgbiee of taking the initiative to see

everyone and not waiting for a patient to ask ®tbe counsellor.

In the past (2005) | have however questioned théctiwe of mine of scheduling
counselling appointments with all patients at thecland Spinal Unit. During a
university peer supervision consultation where éspnted my counselling practice,
colleagues questioned me around the position tadis| was offering to patients if |
scheduled an appointment with a patient and wese&them. The particular concerns
of this practice of scheduling the appointment sego centre on patient’s agency and
the question arose whether this practice was gita patient's choice to have
counselling as well as what agentic position wasdeffered to a patient if she/he

preferred not to see me.

The peer supervision consultation mentioned aboviéed me to carefully reflect on my
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practice. A counselling practice of making an alitappointment to see all patients
which | had always seen as being an opportunityptients to meet me and for me to
meet them and to discuss counselling services se®s) by others as me imposing my
counselling service on the patients. A taken fanggd practice that | thought was a
good idea, and it seemed to work well, was givermery different meaning. This

experience unsettled my taken for granted assumgtia | needed to reflect on this

very carefully.

Schon (1999, p.61) mentions how reflecting on gacfice can serve as a corrective to
overlearning. By this he means that some thingshaee done so often we have
overlearnt them and we just take it for granted thase must be the correct way of
addressing issues. Through reflection, a pracgtiartan surface and criticise the tacit
understandings that have grown up around the te@etxperiences of a specialised
practice, and can make new sense of the situatibogcertainty or uniqueness which

she/he may allow her/himself to experience. The papervision consultation certainly

invited me into uncertainty about my practice aingave me the opportunity to unsettle
some of my practices and re-consider what | woildlelto do about them. This reflecting

on my practice of meeting new patients and intooay the service gave me an

opportunity to reconsider the position calls thatals offering to patients.

Reflecting on the process of my counselling practibout introducing myself and the
counselling services to everyone, positioned meenfiomly in the belief that for the
patients | was seeing at the Auckland Spinal Uhig practice was very appropriate and

inviting.

This practice seemed appropriate for a number asaies. One of the reasons is that
patients initially are not very mobile and so franpractical perspective it is difficult for
them to approach me. Another reason and more iaupibytis that many people do not
really know what counselling is and what it caneoff There are some centralised
discursive practices about asking for help — it nradicate that one must be weak
because you need someone else. Another discunsicgge that Brett identified was: I
think Kiwi society generally we just shove it ali & jar and one day have a party
explosion”. There are also discursive practicesuaiifoone needs a counsellor one must

be “mental” and who would want to admit to someghlike that?
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To deconstruct these discursive practices of “gstan help means you are weak™ or "if
you see a counsellor you must be mental it seemayggropriate to demystify

counselling. Taking the first step, scheduling g@pantment and discussing with a
patient what counselling is, positioned the patiardn agentic position to decide what

relationship they would like to have with me inatgbn to counselling.

5.4.3 The first counselling appointment
The reflection on my practice mentioned above, supgd my decision that the position
calls that are offered to patients are dependenthencontent of the counselling
conversation rather than whether an appointmentseheduled or not. Even although
the counselling appointment is scheduled by me,nwhérst approach a patient, |
always ask them whether it is okay that we spebd af time together. | also explain
my role as counsellor to the patient saying somgtho the effect of “Most of the
rehabilitation team are focussing more on your aysehabilitation but the role of the
counsellor is more on the emotional side, do yanktthis could be useful?” From this
type of opening I am not making any assumptionsialadether counselling would or
would not be useful or required, we are to a certaitent negotiating together (the
patient and myself) whether counselling could abnote to clarity, richer meaning and
new understandings. My intention with this approdshthat the patient should
experience counselling as something that is negdtidetween the two of us, not
something that is forced upon them or done to tHein. not want to position myself as
the expert and that every patient needs ‘profeasicounselling’. My preference is that
it is a negotiated relationship in which the patisnagentically positioned because they
understand what counselling is and they can makenfammed choice of whether

counselling would be useful for them.

Hearing from the participants of this research rthe@nanimous support for this
counselling practice of seeing all inpatients, weaseptionally exciting and has been
very effective in standing against niggling doubt®ut my forcing my services onto
patients and my questions to myself about my cdlimgebilities and the usefulness of

counselling.

The feedback from the participants has supportedconfidence in introducing the
counselling services to all newly admitted patientthin the first two weeks of their
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being admitted to the Auckland Spinal Unit. As mded by action research this
feedback has moved and refined my current praatioser to what participants
identified as useful both for themselves and tfeerilies.

5.4.3.1Additional strands to support the idea that thesrllor should initiate the first

appointment

Haley et al (1998) sheds a different light on wisychologists working in a primary

healthcare setting should “not wait for your patseto come and see you” (Haley et al.,
1998, p.237). The reason they give for this is fifatsicians commonly fail to detect
common psychological problems such as depressidraariety. For this reason they
suggest that psychologists need to adapt theitipeastyle to the unique characteristics
of the primary healthcare environment. The reasginen by Haley et al for this

counselling practice seem to be relevant to thgueisetting of the Auckland Spinal

Unit as well.

Given the time allocated to most medical appointiiéapproximately 15 minutes) it is
not surprising that many common psychological peold go undetected and or
unexpressed and patients are therefore not refermeda psychologist or counsellor for

help in these areas.

This comment about failing to detect common psyabtigkal problems reminded me of

Frank (1991) when relating his experience of hismallness. Frank shares that the
guestions he wanted to ask about his life wereahotved, they were not speakable they
were not even thinkable. ... “the gap between whael and what | feel allowed to say

widens and deepens and swallows my voice” (Frad81,1p13).

The experience of Frank (1991) is similar to thpezience that a patient shared with me
about seeing the doctors on ward rounds. This rigatiad many questions about her
body and was trying to understand how this new boflyners was working. She
identified that this lack of knowledge about hedbavas significantly standing in the
way of hope for the future. ‘Lack of understandaigput her new body’ teamed up with
debilitating fear and anxiety and positioned hdo ivery centralised identity claims of
being a cripple and of no use to anyone. Whenrtglkith her about the possibility of

getting more information from the doctors about ety her response was “You go and
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see the doctors and they ask you how are you? &ukiyow that all they want to hear is
| am fine” The gap between what she felt (I realignt to know more about my body)
and what she felt allowed to say (the doctors expexto say that | am fine) widened
and deepened and almost swallowed her voice aedcsdl her. The reason why it did
not manage to permanently silence her voice was tiwugh our counselling

conversation we decided that | would write (becanfsker injury she was not able to
write) down all the questions that she had andchatward round she would take this
paper in to her medical appointment and ask hestopres. This patient did this and was
very satisfied with the answers that she got frosa doctors and the information she
received and the process of consultation made saee for the story of hope for the

future to be known.

This patient’'s experience of the doctors confirmaley et al (1998) suggestion to
psychologists not to wait for referrals from a phyan as physicians commonly fail to
detect common psychological problems. If a patesrises that all the doctors really
wants to hear is “I am fine” what space is beingrax up for the “not fine story”, or as

Frank (1991) would call it, the chaos story.

The practical reality is that the doctors at theclland Spinal Unit have on average
seventeen patients to see in a two to three haowoddt is not realistic to expect them to

be able to detect all problems and make referaalsdunselling.

| believe that if | only counselled patients whalhzeen referred to me by the medical
doctors and or other health practitioners at thekfand Spinal Unit the criteria for the
referral would tend to be when the multi discipiyngeam was having difficulties with a
patient. | would like to be offering patients thpportunity of counselling well before
there are difficulties. This intention of wanting initiate counselling services when
patients first arrive at the Auckland Spinal Untkaowledges that disability is multi-
storied. | am interested as a counsellor in theiestocof hope and resistance of how
patients have not let disability become the lardlloi their lives and they the tenant as
well as the turbulent process of trying to reclgreferred identity claims (Boyle et al.,
2003). This invited me to double listening to ackiexige stories of loss and grief as

discussed in chapter three and to hear storiespd And triumph (Denborough, 2005).
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Haley et al (1998) also states that the most sstdemergers between psychology and
primary care services have been when the two ®mace located in the same clinic.
From my experience | would agree with this. My offiat the Auckland Spinal Unit is
approximately fifteen meters away from the wardsave my tea and lunch breaks with
the nurses and the doctors. We share the sameteardrequently interact with them.
If there is a problem | am very accessible, they peed to pop into my office, we are in
frequent contact with each other. Likewise becaidsay office is so close to the wards
I am frequently walking about and casually meetvith the patients. | intentionally
make my presence known and make the effort to witht patients and their families

(whanau).

5.4.4 Different knowledges and counselling
As previously mentioned some participants in tkisearch study saw the role of the
counsellor as supporting them in meaning makingeyThsed the metaphor of an
umbrella or a tunnel as a way of organising andingagense of all the information and
new knowelges that they were experiencing. Boykcdees it as “re-shaping and re-
storying your identity and to develop a new stamyyour life when you can’t go back to
the old one” (Boyle et al., 2003, p. 8).

These new knowledges are integrally linked with tleev way that a person’s body is
working. | frequently hear patients talking abolgarning about their new bodies”.
Frank (1995, p.34) says that modernist medicinesdoeich to discourage body
association. Modernist medicine is reliant on tedtagnostic images, and laboratory
results as being more reliable than how a persels & how the person makes meaning
of the experience. Participants in this researdfepred the counsellor to co-construct
meaning of their experiences and the informati@y tteceive. To be able to do this | do
need to have a good understanding of the medigaidations of a person’s injury.

Brett, one of the participants in the researchugi it was important to have a
counsellor who had specific knowledge about spowl injury rather than generic
knowledge. His reason for this was that he sawdleeof the counsellor as being able to
discuss with a patient the type of injury they hawel an explanation of what they can
expect. Brett felt that if he had this type of cselfing support he would have been able
to rationalise things a bit better. In Brett's siion he was making a very rapid

recovery. However, he said:
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If I was not going to make the progress | was mgkio have someone come in
and be able to lay it out for me, as opposed toctod, this is your scenario, this
is what you are going to be able to do, to haveeswma come in to talk to you,
what type of support do you want, do you need, vkirads of questions do you
have that may not be purely of a medical naturenesme with a bit of

experience who can actually answer that for you.

As the counsellor at the Auckland Spinal Unit | @amade a concerted effort to have a

good understanding of the physiological implicasiaf a person’s injury as these must

form part of the background and context from wHiglork.

Weingarten (2000) deconstructs the idea that h®@efeeling that is the property or

guality of one person, something that is inside $fse talks of hope being something

communal and that we can do hope with and for edloér. Hope is something that | am

quite familiar with in my counselling conversatiomgost of my clients hold hope for

walking again. However the type of conversationill Wwave about hope will differ

depending on the medical implications of their igju

For example when talking with a patient who, hofmewalk again, but from a medical

perspective it is unlikely, some of the questionsaly ask would be:

O

What happens to your ‘hope for walking’ in physextépy and occupational
therapy?

What influence does your ‘hope for walking’ have ywur thoughts about the
future?

Is it possible for ‘hope for walking’ to sit alorige the information

professionals are giving you about your body?

Do you want this hope to sit alongside or doestand in opposition to the
information you are receiving?

How would you like your hope for walking to be knowo the professionals?
How would you like them to hold onto this hope wyibu?

What relationship do you have in mind for hopevi@lking and the information
you receive?

Is hope for walking standing in the way of you feag about your body?
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The focus of narrative therapy on co-authorship esadpace for different knolweledges
to be weaved together for meaning making. A colmsé well positioned to weave
together medical knowledge about a spinal cordyngis well as holding and respecting
hope for other outcomes, such as walking agairtidfaants in this research indicated
that meaning making was an important aspect inr threhabilitation. This meaning
making takes place in one on one counselling caat®ns and another opportunity for
this meaning making for both the patient and tiemily is at fortnightly goal setting

meetings.

5.4.5 Counselling practice of attending goal setting meefs

At the Auckland Spinal Unit all patients have atfaghtly goal setting meeting. These
meetings are scheduled for one hour and the tearpeople responsible for that

particular patient are expected to attend. The Weyker (the person assigned to the
patient prior to admission to co-ordinate servioeshe patient) organises and facilitates
the meeting. The purpose of the meeting is to ghe patient, and their family

(whanay the opportunity to raise any concerns that they ave as well as setting
goals for the patient for the next two weeks. Tgica goal may be — trialling another
wheelchair, practicing floor to chair transfers ekend leave.

When | started working at the Auckland Spinal Uhitid not seem to be the usual
practice for the counsellor to attend these godinge meetings. In line with my
intention to position counselling as an integratt pef the rehabilitation services not
something that stands to one side, reserved omlypémple with problems’, | started

attending these goal setting meetings.

This attending gave me opportunity to hear the institiries of disability (Boyle et al.,
2003). This included hearing the stories of hopéistaction and triumph when a person

achieves their goals as well as the stories opgis@mtments and difficulties.

Attending these meetings has also given me the rappty to ensure that space is
opened up for families and patients to talk abbataspects, concerns, questions that are
important to them. | have detailed this more thgtdy in the chapter six on Families

(Whanau a Part of the rehabilitation team.
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At one stage | stopped regularly attending the ge#ting meetings. The rehabilitation
team noticed this and asked that | try to attendenfiequently. They appreciated my
involvement as it supported and helped them in ritavsome of the difficult
conversations that we at times do have with patiantd their familieswthanay in these
meetings. This offered me a position as a valusd@den member who provided at times
the language to build a bridge between team andrat

5.5The Fabric That Holds It All Together — Care

“If there is one thing | feel | have learned from adult life lived inside an unreliable
body, it is that care not cure will keep us flogtin the ocean” (Weingarten, 2001, p11).
It is the relational bonds that develop betweenatfyand the patients and their families
(whanay that enables me to incorporate caring into thg that | counsel. As | have
said in the heading of this section, care is th®i¢athat | hope holds my counselling
practice together. | have an absolute commitmenwadking hard at creating caring
relationships with patients and their families (wha). These caring relationships
provide the context or the vessel for counsellingversations about intimate details of
patients’ lives in an atmosphere of respect, ackedgement of my privilege and trust. |
am committed as a counsellor to fine tune my skillbe able to listen and to hear what
patients are saying and listening and hearingviythat patients feel cared for, valued
and heard and respected.

Engster (2005) mentions that having a relationatony with a person needing care
enables the carer to more easily anticipate aneérgtahd the person’s needs. Friedman
(1993) says that knowing something about somequeascular circumstances makes it
easier to help or care for her effectively thamwnke knows nothing in particular about

her. Greater familiarity lessens the risk of noerd@ positioning.

Because of my counselling practice of introducingsetf to all the patients, and
scheduling an initial appointment to meet with thphas attending most of the goal
setting meetings, | get to know patients and tfailies (vhanay fairly well. Through
this ongoing relationship that | have with patieatsd their families whanay | am
frequently familiar with their particular joys, né® and concerns. | am therefore often

very well positioned to care as my intention islévelop that relational history (Engster,
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2005) with them and understand their particulaswitstances (Friedman, 1993).

In my counselling practise | often see patientghair most vulnerable points. Patients
and their families whanay share with me some of their most intimate andsqmal
details of their lives. Based on what patients hésld me and my own personal
experiences, this kind of intimate, personal sl best encouraged in a caring
environment. A caring environment opens up multpbssibilities for patients to make
themselves known and to be known. Caring supporenaironment where patients can
story their experiences even when words are notréaalily available and the story may
be hesitant, jumbled and chaotic but it is the eigigs of meaning making and making
sense of what has happened.

| have no words to describe the intimate relatignghat | at times experience with
some of the patients that | see as they share méthabout their fears, sorrows, hopes
and dreams for their lives. For me there is alnmeghing more intimate than a person
having tears rolling down their cheeks and | asdbensellor carefully, very carefully
(with their permission) wipe them away because tth@yot have the hand capacity to
wipe away their own tears. There is an intangildedoof caring when one joins with a
patient and literally move in step with where thesnt to take a counselling
conversation. | am often positioned as having tetdinowledge’s about a person and
or their families Wwhanay and this positioning according to Friedman (198tkes it

easier to help or care effectively.

This kind of caring was something that Brett idiedi in his interview as important to
him. He talked about how in any job, where you woeking with the same problems
every day it is easy to become callous and to taitws for this person this is their first
experience. Brett was saying that it is easy tpaed to the problem in an automated
mechanistic way and not respond to the person thiéhproblem. This comment of
Brett’s invited me to reflect on Cheek’s writingsoait nusing care and how discourses
constitute and reproduce the social act of nursitgeek (2000) talks about the nursing
gaze which designates the patient as an objectlochwechnalized and medicalised
knowledge is applied. Standing against the nurgame is the nursing look which is a
more empathic look and pays attention to the whpelson. According to Sevenhuijsen

(1998, p.137) this type of look is developed by willingness to see things from a care
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perspective, our willingness to know people’s neadd the situations in which they
occur. This type of look forms a caring solidanihich is important because everyone
in different ways and to different degrees needs aasome point in their lives

Cheek (2000) mentions that this type of caringdswity look is often marginalised in
health care settings and the gaze which producdaaive, corrective and restoration to

‘normality’ knowledge is centralised.

My intention in counselling is to have the counselllook which produces knowledges
about the unique experiences of each person agshlff’ hears each person’s story as it
Is a totally new experience for that particularsoer and the familywhanay as well.

Many patients, especially when newly admitted te #uckland Spinal Unit do feel
very, very vulnerable. At night, lying in their dunable to move, totally dependent on
someone responding to their bell — and what if ib# slips away, will anyone hear
them if they shout. One patient shared with mesars how he was sitting in his chair
and he was told that someone would come and helmhd he sat for over an hour just
waiting, he could not ring his bell because he dadt move sufficiently to reach it. He
informed me that in that hour of desperation soynamwanted thoughts about the value
of life and his future came to mind and he could move, he was stuck. Some patients
feel very vulnerable when their personal caresatedone in the way they want them to
be done and despite trying to direct their carey fieel they are not being listened to.
Some patients have shared with me that they aagdaio complain because if they do
they fear being victimised. One patient throughtears asked me why the staff had not
got her up in her wheelchair for the day. She thoughe was being punished for
something but she had no idea what it was — thiuiserability. Patients have also
shared with me how upsetting it is when their bediee treated roughly, even although
they may not be able to feel their body they stdint it to be treated respectfully. In the
initial stages of rehabilitation patients can beryvg@owerlessly positioned. This
powerlessness invites vulnerability. It is my he#rat holds me to this work of
counselling at the Auckland Spinal Unit. This typ€ practice is supported by the
counselling look, a look that is interested andamus about how is this person making
sense of this particular situation rather than wtetegory or label can we fit this

behaviour into.
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To conclude this section, as a counsellor | knasarinot always cure but | can always

try to care — this in itself is healing.

5.6 Conclusion

Research participants identified the need for thenselling service at the Auckland
Spinal Unit to be positioned in a way that it igywaccessible to all patients and their

families (whanay.

The practice of scheduling a first appointmentde all patients’ positions counselling
in a similar way to other rehabilitation servicesyeu see the doctor, you see the
physiotherapist and you see the counsellor. Bamsdti@findings of this research | will
continue with this practice of scheduling a firppaintment and taking the initiative to
get to know all the patients and their famil{@ghanau).All participants identified the

importance, for themselves, of counselling support.

This chapter highlighted the importance of the calior knowing all the patients and
their families and the families and the patientswamg the counsellor. This relational
history frequently positions the counsellor as soneewho is able to care, especially

when patients are feeling vulnerable and not letieto.
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6. Families (Whanau) a Part of the Rehabilitation Team

6.1Introduction

Participants in this research identified that isvi@portant that their familiesvhbanay
could access counselling support services if requiiThe participants identified the
importance of familieswhanay being included in information giving about theipat
and his/her injury. Support and assistance in th@seareas would have or did make a

significant difference to some of the participants.

In this chapter the initial focus will be on therf@pant’s ideas about counselling
support for their families. This counselling supporcludes information sharing to
families in a way that family members can integratel understand the implications of
the spinal cord injury. This refers to not only yichng the bare facts but information
sharing in a way that a familyvfanay can make meaning for themselves of what is
happening. This meaning making facilitates theijgrof a family (vhanay in times of
illness and trauma. | will share a personal stdygua information giving and families

joining / not joining together.

In the last section of this chapter | weave ideamfthe participants, my own personal
experience and the literature and | make some stigge about what counselling could
bring when working alongside familiewifanay who have a familywhana) member
who has recently had a spinal cord injury. Includgedhis section will be some of the
organisational structures that are in place athekland Spinal Unit to facilitate family

involvement.

6.2What did the Participants Say?

Of the seven participants in this study five of tbarticipants identified their
appreciation of their familiesvhanay support towards them during their rehabilitation.
Three of the research participants mentioned thitance of access to counselling for
their family (whana) members as well. For some research participakes Avril,

counselling for her family was a top priority.
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Avril mentions in the research interview that whare realised that she had a spinal

injury her very first thought was about her family:

My first thought went out to my family, more thanyghing else, | thought my
gosh | would have to get my family in order, mydsavas on my family rather
than myself....It would have been good for my famdyhave had counselling.
[Avril was the research participant whose child t#pina Bifida and so she
thought that with all the events that had takerceliam their family life over the

past few months that her family, especially hetdrbn would be confused and

would benefit from counselling.]

This description of Avril about her concerns for Femily highlights the disruption and
challenges a family has to face as a result ofimakgord injury. In my experience,
working with patients at the Auckland Spinal Umitany patients’ (who are also parents)
initial focus is on their familiesn(hanay and their familieswhanay adjustment to the
disruption in their lives rather than on themselv@il's concern was for her children
getting the support they needed to “understandminae aspect of life as to why these
things happen”. Avril's hope was that her childweould be able to make sense of why
these things happen / why does illness and injappkn to some people?

When | asked Avril about her ideas about counsglior her husband and/or for

patients’ partners, her response was as follows:

For Gavin | think counselling would be a bonushattarea because he has had to
take on a lot, he has had to leave his job seetlsethe emotional side to it, the
financial side to it and then the family side to Bo he has had to take on a lot
and then also having to take on Mary with her speoeeds, it is big. So
someone for him to talk to and let out what he'mgadhrough would be very
ideal. Because at the time the social worker alddbevelopment was a really
big help. She was able to come up to the spindlamd see me and speak with
Gavin and keep our family together ... she just stdpm and supported our

family.

In the research interview it was clear that Aveidlly appreciated the social worker from
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Child Development “just stepping in and supportihg family”. Avril’s family were so

immersed in managing the day to day practicaliiefamily life that had changed so
radically in such a short space of time, they westin a position to think about what
they needed for themselves and what counselling@tipvas available. The social
worker therefore just stepped in and supportectrigis intervention theory this is the
exact role of a social worker — step in and suppAst a counsellor | am at times
similarly positioned — | just step in and assistl sapport with what is of concern to the
patient. However, throughout this process of stepp and supporting still paying very
careful attention to patient agency and ensuriady tirough this stepping in, the patient

and their family whanay continues to be agentically positioned.

For example it is not unusual, in a counsellingapiment for patients to inform me of
practical concerns that they have such as not lebtegto access money from the bank,
not having any clothes to wear, concerns abouhdaittg a special family function — at
times | see it as part of my role to just step ma support rather than referring the
patient to perhaps the social worker or another begnof the multidisciplinary team.
Dominant discourses about the role of counsellingy mposition the counsellor as
viewing this caring and responding to immediatedseas not ‘strictly’ part of the
counselling role. For me, stepping in is aboutr@arand relating to a situation, as a
person who cares and is concerned. It is the huelament that needs to be
demonstrated in counselling relationships rathan ttmodernist discursive practices that

relate to professionalism.

Matthew, in the research interview, said that feugt that in many ways dealing with
the effect of his injury was more difficult for hiamily than what it was for him. He felt
that they were in some ways “outside of the siamati.. with all the emotions” and all
the focus of care on him. | asked Matthew abounselling for his family and whether
that would have been something that he would haheed. Matthew felt that lack of
knowledge both for himself and his family creaté@ss. He said that his family “were
unsure about what was going to happen and they weme worried”. This lack of
knowledge created stress for everyone involved.

Matthew defined counselling as “helping you wittuymeace of mind”. In his opinion,
ensuring that families are given the informatiomythneed, would decrease stress,

increase peace of mind and this, in Matthew’s @pinsg the aim of counselling.
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From Matthew’s perspective whether it was the celioswho gave this information or

anyone else was not important in the acute phaaespinal injury. The important aspect
was that the information needed to be given. Taises the idea of what information
structures are in place that supports peace of mmtlinformation sharing. In the last
section of this chapter (6.5) | will detail structa that are in place at the Auckland

Spinal Unit for information sharing.

Lequecher, a research participant who was a senpahad a young family at the time
of her injury. She was really pleased that coumsglivas offered to her children because
“they were slapped with a mom that they once kneas walking and then all of a
sudden not walking. That was very hard on themyaur children, they grow up very
fast”. Later on in the interview Lequecher sharedut how, now that her children are
older (all of them were over eighteen at the timhehe interview), they have told her
how they hated her not being able to walk. Theyehaid her how they did not like to
have other people in the house, they just wanted timum”. Lequecher’s level of
injury is in the cervical area of her spine whicleans that she was unable to lift her

children, unable to make their food, unable to lmattress them when they were young.

Lequecher mentioned that counselling for her far(wiianay would have been useful
to help her children have a better understandingtait she was experiencing — “they

would understand why mom was in those moods, wisepped at them quite often.”

She identified the need for familywkanay involvement as really important in
supporting and helping her with the difficultiesediad and in many ways still has with
her injury. Lequecher identifies herself as Madituating her comments within a
cultural perspective her family (whanau) is thuswed as the significant people to
support and help her, and in this way she coulc meen stronger to support and help

them.

Brett, another research participant, found the ettpipis family (wife and two young
children) were able to give to him, was really irtpat and adequate for his needs. His
family were positioned as able to give Brett theoganal support he needed, from his

family, in order for him to make meaning of hisuny.
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David’'s daughter was very supportive and caringatials David, whilst he was at the
Auckland Spinal Unit. David’'s family were very inved in ensuring that the practical
aspects of returning home were attended to. Famele his family speedily organised
for his bathroom to be modified whilst David wasweek-end leave. They initiated this
because according to them Ministry of Health fugdiwas too slow”. David’s daughter

seemed well positioned to offer her father the suppe required from her. She did not

need any counselling input.

Larry made no reference to his family and | did specifically ask him about their

involvement or whether he would have appreciatethselling being offered to them.

In his interview, Paul mentioned that his familyres@inable to be very involved in his
rehabilitation. Family visits were very irregulagdause his parents had to travel a long
way to get to the hospital. In the interview Paudmmoned that his experience of
rehabilitation was that there was no-one to talland he was treated really badly.(His
description was “like shit”) A number of questioceme up for me when reflecting on
Paul’'s comments:

[0 Would Paul have liked his family to be more inval®?e

[0 How would Paul have liked his family to be positanin relation to him feeling
like he was treated really badly?

[0 Was space opened up for family involvement — ssch glephone call from the
hospital to the family to find out how they were maging / whether they felt
they were properly informed?

0 In what way would family involvement have positionthe hospital to better
understand Paul?

[0 How could this information have assisted the ha$pd tailor their services to

meet his needs so he was not left feeling as thbeghas treated really badly?

Families vhanay often have a very good understanding of whateshest way to work
alongside their family whana) member. Families whanay) have a detailed
understanding of local knowledge about the patileat is at times invaluable to the rest
of the rehabilitation team. For example there ane$ that | have consulted with family
(whana) members and the local knowledge about the patinyt have shared, such as

information about the patient’s behaviour before itijury, what values are important to
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that person, what are the things they enjoyed doirtgs shared local knowledge
positions health practitioners to more adequatailprt their contribution to meet the
specific needs of the patient.

In summary two of the participants, Lequecher armdlAboth woman with children, felt
that counselling should have been offered to tlediidren. Avril  thought that
counselling would be important for her husband beeaof all the changes that he was
having to make. Matthew felt that it was maybe endifficult for his family than it was
for him and to decrease this difficulty, it wouléve been useful if the staff shared
information with his family to equip them to fadeetdilemmas and challenges of living
with a spinal cord injury. Don and Brett's familyeve positioned as able to give them
the emotional support they required from their fgmiarry, a young man who
sustained his injury overseas, but then came toAtlekland Spinal Unit made no
comment about family involvement in the researdkrinew and | did not specifically

ask him.

Participants in this research study identified ithgortance of their familieswhanay
being involved in caring and supporting them emmwlty during their rehabilitation
phase of their spinal injury. Some participant at¥entified the importance of their
family (whanay having counselling to help them (the famifpanaumember) to deal
with the challenges and difficulties they were facibecause a family member had a
spinal injury. In this next section | turn to myrpenal story about family involvement in
caring and supporting family members who are il &oow the discourses available to
me which at times | accepted and other times egbigbsitioned me in varying degrees

of subjectivity and agency and the resulting conseqes of these positions.

6.3 Family Involvement - Personal Strands

One of the purposes of this research study waguew some of my own narrative
preferences and through this become more awarehaf Wwmay be filtering in and/or
filtering out in counselling conversations. Thisxheection attempts to visibilise some
of these narrative preferences as my own life esoshape and influence the values,
beliefs and ideas that | bring to counselling. Ehesalues, beliefs and ideas if not
visibilised and made apparent can position me ivleging certain ideas, beliefs and

values and subjugating others. For this reasas ithportant that | deconstruct these
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values beliefs and ideas so | am more availabkedtly listen to my clients’ storylines
in a way that my own experience can be used asauree for deconstruction. This
requires, as Bird (2000) mentions, a transparehowytzour own life stories.

The therapeutic relationship understanding requieeswillingness to be

transparent to our selves, and to others such psnssors, consultants and
colleagues. Transparency occurs when we make blaithoughts, feelings,

values, judgements and intuitions for self and otleflection....Positioning our

selves as discoverers requires a self and othiectiee practice that emphasises
a practical deconstructive process. We are listeton those themes that are
central to meaning making. If the frame of refeeerjthat we uses as a
counsellor] is unacknowledged then its invisibilggevents critique (Bird, 2000,

p. 109 - 111).

I will share two personal examples of family illseend death and how | have been very
differently positioned in terms of speaking riglatsd what actions seemed possible and
what seemed impossible and the consequences giogigons and possibilities. The

personal examples that | share are the illnesslaath of my mother and the illness and

death of my father.

From my personal experience and from my experiaatce/orking at the Auckland
Spinal Unit it seems that the dominant discoursbsut caring and emotional
involvement position some families as very abledce both emotionally and practically
for their family (vhana) member. Dominant discursive practices take fanggd that
most families \whanay know how to do this caring ‘naturally’. | haveted however
that there are some families (my own included) thay at certain times be positioned
as less able to offer their familyvilanay member the care and emotional support
required. Familieswhanay then can call on outside assistance from a cdlonse help
them be agentically positioned to make selectidrmuaithe type of care and emotional

support they want to offer their familwbanay member.

The first example that | share, my mother’s illnessd death shows how | was
positioned non agentically. | was not positionec way that | could make selections as

to the type of care and emotional support | (orfamgily) were able to offer.

137



At the age of fifty one my mother was diagnosechvaiancer. At this time | was in my
final year at university studying social work, ageenty one and | was no longer living
at home but | was living in reasonably close praginiten kilometres) to my parent’s
home. Very shortly after receiving this diagnodisancer my mother was admitted into
hospital to have the cancerous growth removed. dfNig during the operation the
doctors made the assessment that the cancer wdartpoogressed and they were not

going to remove the cancerous growth.

The only medical information that we received danaily was “we opened her up and it
was too far gone to do anything, so we closed peagain.” This was the only medical
information that we were offered as a family. Thexas no family meeting, no further
discussions from the doctors with regard to hegposis, no negotiations or discussions
with any of the medical team about treatment ogtiblor lack thereof - that was the
extent of the information. This lack of informatigositioned us non agentically. The
unspoken in this for us was that the doctors weeeekperts, we as a family did not need
any knowledge because as a family we were not beatigd on to make any medical

decisions; this was medical territory not familyritery.

This way of communicating information positioned asea daughter with no speaking
rights, and with no bridge to walk across to tddowat matters of life and death with my

mother.

Mc Daniel, Campbell, Hepworth, Lorenz (2005) ddserihis approach - only sharing a
minimal amount of medical facts with a patient dineir family (vhanay as reflecting
the bio medical model of patient care. The biom&dnodel accounts for illness by its
biochemical factors without considering the soaml psychological dimensions of
peoples’ lives. This practice separates the miachfthe body. The medical team caring
for my mother were focussed on the biological fexte cancer is inoperable, too far
advanced, nothing we can do. The social or psydndbimplications of my mother’'s
diagnosis of cancer — what are my mother’s thoudbts's, beliefs, hopes about dying
/not dying? Is the family joining together? Is tiaenily being given the opportunity to
say their good-byes? These practices of care wareaen to be an important focus for

the medical team. Modernist medical practices msihealth practitioners as valuing
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facts and information. The production of knowledlgsving out of these discourses is
that families should be given the facts. Sociastauctionism would argue that realities
are socially constructed and so it is not the ‘ofiye facts’ that should be the focus but
rather how patients and their familiegh@nay are making sense of the information that

they have available to them and how this is pasitig them.

The implications that the approach of focussing/@m the bio-medical facts had on our
family, was that it isolated us from each otherefEhwas no joining and support, we
were all positioned to deal with the informationegi in an isolated way or ‘fighting our
own battle’. The way the medical information wakeoéd provided no position for us to
connect and talk about this outside of the isolafod trying to make meaning in our

own individual way.

For my mother the effects of how we as a familyevpositioned by discourses of how
to deal with difficulties were even more severet Noly were we isolated from each
other (father and siblings) but we were emotionallated from my mother as well.
Dominant discourses within our family about howmanage bad / sad news positioned
us as thinking that ‘staying strong for each otlfetich meant you do not talk about it)
was the ‘right and correct’ way to act. Depresdiecame a central part of my mother’'s

life — something my mother had little or no expeade of in her past.

My mother’s general practitioner assessed thatng®eled nursing home care for the
treatment of this depression. As a family we weog positioned as needing to be
involved in this decision. The doctor said this wasat was to happened. Dominant
discursive practices about the power/knowledgetiogla of doctors was that their
version of events was ‘true’ and therefore not tjaeed. My mother was therefore
admitted into a nursing home for long term care Hmedical experts’ continued to
treat her depression with technology - medicatiad alectroconvulsive therapy. No
active treatment for the cancer, as it was appigréaob advanced. There was no
counselling about death or dying either for my meotlor for us as a family.
Approximately a year after my mother’s initial draxgis of cancer she died in a nursing
home, on her own, with no family members by hersigl In this time period that my
mother was in the nursing home my father and litadsher regularly but |1 was not

positioned as able to talk to my mother as lita@bout ‘matters of the heart'.
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Weingarten (2001) mentions the concept of cultuemlonance — the more familiar
people are with the situation described, the mas#lyethey will be able to participate in
the person’s narrative in a way that supports amtbeses it and contributes towards

meaning making. In my experience cultural resonave® absent.

To this day | have no sequential narrative aboutrnogher’'s death. There are images
and isolated events that | remember and none sktheemories are ones that | cherish
much. However | am pleased that | do have some mesas there are so many gaps
and so much that | do not remember, | am pleasadIthave snippets of memories,

even although they are not very pleasant ones.

Weingarten (2001, p.10) mentions how making seriséness narratives will create,
metaphorically, a variety of rafts and docks andysuand life preservers for us to cling
to, together, in the illness-waters that we will &lce at some time in our lives.
Weingarten (2001) says that it is in the processaking sense from illness narratives

that rafts, docks and life buoys are created andiou

My experience of my mother’'s death was that theeeewno rafts, docks or buoys to
cling to. My family, at the time of my mother’snkss, was more like drift wood floating
in a big ocean of uncertainty, untravelled wateith wo-one pointing us in any kind of
direction. This ‘driftwood’ family was not a familshat did not love and care for each
other, it was not a family that had no interesb@ng supportive, it was a family that
needed some outside help in finding those raftsdautts and buoys to help us to cling
together in the illness waters, providing a spage s to make meaning of our

experience.

| was twenty one when my mother died, and the ssslimemy heart, that is still there

twenty seven years later, is that it could all hagen so very different.

If the focus of the medical team had been on cateure (Weingarten, 2001), what new
possibilities of positioning may that have offenery family? What agentic positions
could have been offered to my mother and our farhdg the medical team taken a

different stance? These new possibilities will begHer discussed in the next section of

140



this chapter.

In stark contrast to my mother’s illness and deedls my father’s illness and death. My
father had suffered from a number of strokes whedulted in him needing full time

care. His preference was not to go to a nursingehand as a family we were supportive
of this decision. In line with this intention toregor my father at home, family members
were assigned times that they were responsibldaking care of him. We had our
rosters and as a well developed team we cared ydather for eight months before he

died, at home with his family all around him.

Whilst there are so many things that | wish coudgtéhbeen different when my mother
died, | cannot think of anything that | would hasteanged when my father died. As a
family, during my father’'s illness we were agenflicapositioned, we were well
informed about his illness, we had easy acceskeanedical team if we wanted it and
we made decisions about how we would like to cardnim.

These two personal examples demonstrate how théopasg of families at times of
trauma and illness will radically affect the amowiitcare and support they are able to
give the person who is ill as well as how they ngantneir own grieving process and the

meaning making alongside other family members.

6.4 New Possibilities of Positioning — Bio Psycho- SatiModel

The experiences shared above highlights, for sanelies the gaps of a practice of
medical care that only focuses on medical inforaratMc Daniel et al (2005) suggests
that whilst the biological aspects are importantfural and social factors need to be
woven into the fabric of care available to patientl family. Their suggestion is that the
bio psycho social model which is a systems modelaoé, initially developed by Engel
provides a framework for a more holistic approachéalthcare. This approach includes
considerations of ways people communicate, patienterstanding of their iliness,
family involvement, medical diagnosis, cultural saerations and the inter-connections
of all these factors. All these aspects need todmsidered if one is to effectively work

alongside patients and their families through thisess waters (Weingarten 2001).
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6.4.1 Attending to agency and communion in families
As mentioned above Mc Daniel et al (2005) promaehesbio-psychosocial approach in
medical family therapy and they state that the geoeral goals or intentions for this

type of therapy are agency and communion.

Agency is a sense that one can make personal shimiagealing with illness

and the healthcare system. For patients with amesi, agency means not
remaining passive. It means coming to grips wittatwthey must accept while
discovering what action they can take. Agency isease of activism about

one’s own life in the face of all that is uncert@hc Daniel et al., 2005, p.6).

Communion refers to emotional bonds that oftenfeaged by illness, disability and
contact with the health care system. One of theicaédamily therapist's most
important tasks is to help family members join thge to cope with an illness and to do
so within the context of allowing the patient thexamum feasible autonomy and
agency (Mc Daniel, Hepworth, & Doherty, 1992, p.10)

To refer back to my personal experience of my nrghiéiness, Mc Daniel (1992)
seems to be saying that for a ‘driftwood family’cBuas ours was, at the time of my
mother’s iliness, one of the medical family thesisi most important tasks would have
been to help familywhanay) members to join together. It should not just bsumed
that a family will join together and know how to ¢mrward. In hindsight, the person
who would normally have ‘joined us together to cagea family, was my mother. She
however was not available to do that. We neededidriassistance to walk alongside

us.

Possibly if someone from outside our family, sustaaounsellor had called us together,
as suggested by McDaniel to help us review theodises or lenses we were using to
make sense of the medical information given, ttosild have positioned us very
differently. Nobody extended the invitation to assur family to join together and we

did not know how to join together. At the time viltight we were doing fine.

Burr (2000) talks about how discourses producertcpéar version of events and thus
produce knowledge as to how we should respond fespiond. Some of the discursive

practices that informed our families actions wiie you get on with life and deal with
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whatever it offers you. Another discursive practicas that you do not really talk about
sad personal feelings or thoughts - that was bemgtional and gushy. There were also
societal dominant discourses that positioned fasiln believing that not talking about

death and dying was the kind thing to do and thE@piate response to death.

These discursive practices about how one deals difficulties did not serve us as a
family very well when my mother was so ill. It waswever, the only way known to us.

If one defines agency in the way Mc Daniel et &0&) does as being able to make
personal choices about dealing with illness andhisa@thcare system, we as a family
had no agency. We had very little communion becauwsehad no story of trauma,

hardship and loss.

As a family, at the time of my mother’s ilinessraliscursive practices were informed
by the same discourses that informed the medseaht— their suggestions about care
just seemed to resonate with the dominant ideash@ttime) and taken for granted
assumptions about iliness and death and what wsddrea patient. Being positioned in
this way has left me for years, with blame-talk iagkmyself the question, “Susan,
surely you should have known better, you were iaryast year of social work, how
come you did not know about the importance of tgkabout death and dying?”
Deconstructing the discourses that informed myoastiand positioned me, has provided

making different meaning of this, the regret howesestill there.

Storying my own powerlessness, in this situatieips me to appreciate more the need
for me as a counsellor to actively attend to agear@y communion in families. Not just
to assume that familiesvbanay are always supportive — even although they may be
visiting regularly, they may not know how to do teapport. At the time of my
mother’s illness | needed someone to approach rfemuld not do it on my own.’ In
contrast, when my father was ill, we as a familgwrhow to join together, we were not
in a place where we needed any outside assist#eavere positioned and positioned
ourselves differently. My hope is that for the fhes | work alongside, | may be able to
put the spotlight on discursive practices that nsggnd in the way of joining and
communion and offer the familyvhanay the opportunity to review and consider this
way of working together.

To conclude this section on the personal stranalsitiiorm my practice | would like to
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finish with Mc Daniel, Hepworth, Doherty (1997) wikbare how our personal journeys
with illness and loss help create connection betwaé journeys and the struggles of
the patients and their families. Our journey helpsto maintain a personal connection
with a patient's experience. However this connecttan be established and agentic
positions offered in a way that does not impose @un struggles onto an already
burdened family. Each person’s experience of ikftesuma is unique and it deserves a

unique response.

The art of medical family therapy is in maintainiagpersonal connection with a
patient’s experience without imposing the therapistvn struggles onto a family that is

grappling with their own concerns and burdens.

6.5Implications for the Auckland Spinal Unit

6.5.1 Attending to agency and communion
According to Monk et al (1997, p.301) agency ise“extent to which individuals can
act for themselves and speak on their own behalRoberts et al. (1999) states that
there are some very dominant discourses aboutiliigabat marginalises and silences
people. There are also some very dominant medisabdrses that preference medical
knowledge and can position patients and their fasiwithout a voice. Therefore
attending to the agentic positioning of familiewh@nay) and the patient is an
exceptionally important focus for counselling iretinitial stages of rehabilitation. If
families (vhanay are positioned agentically in the initial stagdsrehabilitation my
assumption is that this will support them in maimitag this position through their life
journey of living with spinal cord injury and digaty.

Attending to communion is also important as it kdlpe family to join together. lliness /
trauma journeys are eased when they are sharedthighs. Matters of life and death are
too hard and too onerous to do alone (Weingarte@12 At the Auckland Spinal Unit
helping families fvhanay to join together in their struggles is importdntope that as a
counsellor | am able to support ‘driftwood familigsd those rafts and docks and
buoys and life preservers so they can cling togeticer - in the trauma — waters of a
spinal cord injury.
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6.5.2 How do we attend to agency at the Auckland SpinalitU
The following questions came to mind as | reflectedthe practices of the Auckland
Spinal Unit:

[0 Do members of the Auckland Spinal Unit medical tegmen space for families
(whanay to co-develop and negotiate preferred ways afigo@i relation to the
patient and also the medical team?

[0 Is space made for the co-construction of knowlediges there only space for
medical knowledges?

[0 Does this co-construction of knowledges includenetbultural knowledges and
other local knowledges?

[0 Do we as a medical team consistently attend tqdsition calls that we make
available for familieswyhanay to step into / resist?

[0 As a counsellor at the Auckland Spinal Unit, howIdacilitate the joining of
families together to find those rafts and docks lanolys and life preservers?

0 Do I in my counselling practice consistently faeile communion within
families and offer agency (are patients and famipesitioned as being able to
act for themselves and speak for themselves)?

There are a number of structures at the Aucklandabpnit that have been put in place
to facilitate family communion and offer agency.eBk organisation structures within
the Auckland Spinal Unit have the potential to podenagency and communion. These

structures are as follows:

6.5.2.1.1 Fortnightly goal setting meetings
All in-patients at the Auckland Spinal Unit havdoatnightly goal setting meeting. The

purpose of these meetings is to ensure that time tearking alongside the patient and
the patient’s family\Whanay have a common and shared understanding of tasrtemt
plan for the patient for at least the next two vgedRatients can invite whoever they
want to, to these meetings, this would include fanfwwhanay friends and support
people. An attempt is made to make the time of rieetings suitable for family
(whanau) members to attend. The medical team ass$ignthat patient also attends the
meeting. This would include the primary nurse, @ational therapist, counsellor, social
worker and physiotherapist. The doctors attend firet goal setting meeting but

thereafter only if there is a specific need.
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The goal setting meetings are a forum for discigssincerns and issues, both for the
family and the rehabilitation team. The extent taich it opens opportunity for agentic

positioning for the patient and their familywlfanay is to a large extent dependent on
the skill of the facilitator of the meeting. Howe\as a counsellor | see my role in these

meetings to ensure that family and patients’ pextbpes are heard.

For example in one of my counselling conversatwith the wife of a patient, she had
told me how worried she was about some medicalimétion that the doctors had given
her. We agreed that a good place to further disthissconcern would be at the next
goal setting meeting. She requested that | raiseigbue at the meeting. In the goal
setting meeting | opened space for her to disdussconcern by saying “Jane, you had
mentioned there were some medical concerns, woold like to use this forum to
discuss these further?” She took the opportunitghare her concerns, but | could see
that her request was brushed off by the medicahteBhey had not realised how
important this was for her and her family. | thamdsin the meeting, | know this point is
very important for the family, | am not sure that Wwave adequately addressed it. As a
result of my comment a much more detailed discasdeveloped and | could visibly
see, at the end of the discussion, just how rdli¢kie family and the patient were. Had |
not persisted in opening a space to ensure hetignegas attended to, the family would
have been left with their concern and worry anditivésible message would have been:
‘it is not important enough a topic for the mediehm to discuss further, it may be
important to you as a family but basically thisois agenda not yours’. This is not the
positioning | want to be offering families at theiékland Spinal Unit.

6.5.2.2Understanding medical information at goal settingatings

Another important role in terms of agency is ensyrthat families Whanay and
patients understand the medical discussions rglatin them and the jargon and

abbreviations that are at times used in goal gettieetings.

Some of the familieswthanay that we work alongside have very very little kriedge

of the anatomy of the body. English for many of gatients and their families is their
second language. The risk is, as a team, we takgrémted that everyone has a basic
knowledge of biology. Many of the patients and tHfamilies (vhanay do not have
prior knowledge about what the spinal cord look® land what its function is. Many

patients and familiesyhanay would not know about the different systems ia body
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such as respiratory and digestive systems — impiobialogical knowledge for a person
with a spinal injury. Most families would have ndea about IMC'’s (intermittent
catheters), SPC’s (super-pubic catheter) tilt ®bpgopping, transfers, flickers, sliding
boards, pressure areas to name but a few termabaiften used and often assumed
that people would know what is meant. The way theglical team communicates the
information has the potential to give families dpeg rights and or to silence a family
(whanay. If our communication is clear and easily undsost families ywhanay will

be more likely to seek clarification, ask questi@ml express their concerns. On the
other hand if jargon is used and medical terms that patients and their families
(whanay do not understand is used, we should read tldacg, not as having nothing
to say, but rather as marginalisation through $@ower relations in which the absence
of speech is constituted as a position of incompeteas the speaker does not have the

words to ask the questions they want to ask ( Mo&g&oombes, 2001).

My role as a counsellor in these goal setting mestiis to open space and allow the
voices of families hanau)to be heard and to ensure that familisbgnay are really
being properly informed in a way that they can makase and make meaning of the

information given.

In summary, the aim of the goal setting meetings igpen space for families to discuss
their concerns, a place for the sharing of medidfakmation and a place for agreeing on
future directions. Whilst the structure is in pldoepromote this, it is dependent on the
facilitation of the meeting and the way in whicHormation is shared. My role as a
counsellor is to ensure that the intended outcoofefamily meetings are achieved

because it is so central in promoting agency amanconion.

| have volunteered that in 2007 | will take this @ a project — offering training to all
staff about how to facilitate goal setting meetingsd ensuring that facilitators

understand the purpose of the goal setting meetings

6.5.2.3Patrticipation in patient’s rehabilitation programme
Every Tuesday the doctors do a patient ward rouxdpatients have a scheduled
doctor's appointment in their time table on a TwssdFamilies \hanay are very
welcome to attend this appointment provided theyehthe patient’'s consent. Families

(whanay are specifically informed that should they hawy anedical concerns this is
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one of the forums they can use to discuss theseecas. The appointment normally
takes place in a private consultation room (as spgoto behind the curtains in a
hospital ward) and time is given to the patient #melr family to discuss any medical
concerns they have. Many families take up this dppdity to meet with the doctors.

Family members are also welcome to attend physiaglyeand occupational therapy
sessions with the patient. Counselling is availablboth the patients and their families.
In order to make myself more available, | am wdlito see families after hours. Despite

this availability after hours, families tend to see during working hours.

6.6 Working with Young Children

Participants in the research who had dependendrehil identified the need for
counselling involvement with these children. These no funding from Accident
Compensation Corporation (ACC) or the Ministry oédith for the counselling of
dependents. Ongoing support and counselling is ilggssequired way past the
rehabilitation phase at the Auckland Spinal UniheQparticipant, Lequecher felt that
counselling should be available for children whilseéir parent is at the spinal unit as
well as once the parent has been discharged frenspimal unit. This is more of a

structural and funding issue and is beyond theeodphis research report.

6.7 Future Considerations

In terms of counselling, as a result of this resear have been reflecting on the
invitations to counselling that | give to familiaad wonder if it is strong enough. | have
also been reviewing the way | work alongside pasiemth complex (from a medical
perspective) personal issues such as non complidneg addiction, depression, mental
health difficulties and issues around visitatidram wondering if | too am not using all
the resources that are available to me / too heagllant on biological and medical
knowledge and the patient’s knowledge about hingdle€and not consulting sufficiently
with family (whanay members in the production of knowledges about hest to work
alongside a patient. In this next section | wilefly reflect on the complexities in terms
of the Privacy Act of 1994 consulting with familiéghanay. Despite these difficulties
working with families needs further consideratiordaannot be flagrantly dismissed by

hiding behind the excuse of The Privacy Act.
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In terms of patient confidentiality, as a counsellam not free to contact a family and
discuss concerns without the patient’s permissigie very high risks involved in not
caring for oneself adequately after a spinal cojdry makes the ethics of what families
should and should not know potentially very compléWhere does patient
confidentiality end and “serious risk of harm” (Rrcy Act 1994) begin. According to
the Privacy Act 1994 if there is imminent dangerisk of serious bodily harm patient

confidentiality can be waived.

Self care is literally vitally important for a pers with a spinal cord injury. If for
example you do not pressure relieve you can gespre areas and these pressure areas
can be a very serious health risk. Pressure ralieneeds to be done three or four times
an hour. It is very unlikely that someone who islemthe influence of illegal drugs and

or alcohol will remember to pressure relieve. luyoeglect your bladder and bowel
cares you can start having very high temperatundsifayour level of injury is above a
certain level (T12) you risk having autonomic dylenda which is a life threatening
health risk. How do | as a counsellor balance aisé confidentiality or is there another

way?

This area of family involvement in complex situaisoneeds, from my perspective as a
counsellor needs more attention and consideraltios out of the scope of this research

report.

6.8 Conclusion

In this chapter | have shown how the lenses omdises that informs medical practices
and in particular the way medical information isadd can position families with

varying degrees of agency. Participants in thissaesh study indicated a definite
preference for familywhanay members to be positioned agentically which sujgabr

emotional connection and caring. Discourses thatiywed knowledges about paying
attention to the interplay and interdependenciebialbgical, social and psychological
factors of a spinal cord injury made more spacettier co-construction of knowledge.
This co-construction of knowledge was viewed tarbportant as a patients experience

of their spinal injury occurs in a familial andagbnal context (Mc Daniel et al., 2005).

The Auckland Spinal Unit does have certain orgditisal structures in place such as
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goal setting meetings and attendance at appoinsirteat facilitates familywhanay

involvement. In terms of counselling, agency andnegwnion were identified as
important backdrops to guide my practice. If these considerations are guiding my
practice when | initially meet with family membeisshould be more alert to ensuring
that the invitation | am giving to families is stigp enough for them to be able to
approach me as a counsellor and discuss their m@CEhis strong enough invitation
includes being flexible with my working hours tocacmmodate families that only visit
over the week-end and or at night. Developing ati@iship both with the patient and
their family whanay is an important role of a counsellor working innaedical

environment such as the Auckland Spinal Unit.
Working on an intensive basis with dependant ciildwhose parents have a spinal

injury was seen to be beyond the scope of thisarekaeport. This however is not to say

that it is not an important area.
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7.  Weaving Cultural Strands into my Counselling Practce

7.1 Introduction

This chapter highlights the integral role of cudtun counsellingThe content of this

chapter is based on my own experience at the Andk&pinal Unit, a review of the

literature and other cultural knowledges that |dholn the research interviews
participants did not specifically name culture asamea of significance. However, |
believe that taken for granted discourse around, rethnicity, class, sexual orientation,
and so on, strongly shape people’s experiencesn oftithout their awareness. In
addition dominant cultural discourses are usudiigped by dominant cultural groups,
like Pakeha in New Zealand and the medical teatheaAuckland Spinal Unit. These
discourses have real effects on people from lessirgmt cultural groups, like Maori

and Pacific Islanders. The effect is that the erpees of non-dominant groups are
often pathologized, minimized, or disqualified, berthe importance of including this

chapter in the research document.

Waldegrave (1990) states that cultures carry withem history, beliefs, ways of doing
things, and processes of communication. Culturalieg are what help people make
sense of intimate events in their lives. Eventd arperiences do not hold intrinsic
meaning, they hold meaning through the culturasésnthat a person uses for meaning
making. Cultural stories, however, are not staticmdimensional. We are never only
Maori or only female or only disabled. We are mplbsitioned and this multiplicity of
positionings is ever changing, negotiable, andestable. Each meaning produces and
limits possibilities for being. In considering tesaving of ethno-cultural strands into
counselling practices, Durie (1984) cautions hepltictitioners that if they only seek
traditional interpretations of culture, they arengiag the impact of time. Cultures

change over time.

Because culture has potentially such a pervasiygmaatnon how a person views the
world, Laird’s (2000, p.108) suggestion for menkadalth practitioners is that the
concept of ‘culture’ should be the central metaptoorpractice, not a peripheral one.

Cultural narratives are experience near and prosideylines of interpreting everyday
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life and everyday experience, more than the alistad objectifying metaphors

invented to label consumers of mental health sesvidValdegrave (1998, p. 422)
extends this idea of culture being a central maiapbr counselling practices further

when he states that “therapies and psychologicaitiges that do not address cultural
meaning webs in informed ways are racist.” If #pests do not take account of cultural
narratives as well as power/knowledge this maytipostherapists as not attending to
culture in an informed way. Waldegrave would seg #is a perpetuation of colonization

and this perpetuation of colonization is an aagiagofsm.

As a therapist committed to centering culture inwoyk, | believe it is important for me
to develop and practice self-reflection and accahitity skills. This self reflection will
support me in being as “unfettered as possible miyhown cultural luggage... so | can
create the conversational spaces wherein the voicdse ‘other’ can emerge” (Laird,
2000, p.109).

My intention in my counselling practice is to wodtongside familiesvhanay in
weaving new threads of meaning which stand agdissburses of disability taking over
a person’s whole life and eroding their confideriBeyle et al., 2003). These new
threads of meaning, need to be strong enough t &gdinst some of the dominant
discourses about disability. It is critical thdtet meanings that are storied about
disability sit comfortably with a person’s culturarratives (Waldegrave, 1990). If | am
to work alongside families in this journey of thdéay new meanings | need to know
and deconstruct my own cultural assumptions by ntpknyself available to learning
from my clients about their local cultural knowledgFurthermore, | need to hold any
cultural knowledge tentatively as | believe eachrspe has an idiosyncratic

understanding of what is culturally important foein.

An important consideration in attending to cultdras to do with power/knowledge
relations. Drewery and Winslade (1997, p.35) sugthed if we acknowledge that there
are many valid ways of seeing the world, we neebetwigilant about which accounts
dominate and which are less often heard. In otleedsy how as a therapist do | address
dominance and privilege in my work? How do | haldmy counseling conversations
and my interactions with the rehabilitation teamyltiple versions of events and not

privilege the account that belongs to the domirdistourse? This privileged account
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would tend to be ideas from Western European psaieal medical discourses that
have not been shaped by people from Maori or Ralsfand cultures to any significant
degree.

In this next section | will consider these threeaar of accountability and self reflection

by using Frankenberg’s (1993) ideas on race atidraurelationships.

7.2Racism and Power/ Knowledge Relations

Frankenberg (1993) names three moments in the ropat@ry history of racial and
cultural relationships. These are essentialistsmagicolour evasiveness and race
cognizance. In this section | will look at eachtldése moments and the challenges and

invitations these open up and/or close for coumsgll

7.2.1 Enacting privilege and racism
The first moment is called essentialist racism rfkesmberg, 1993) with the emphasis on
race or cultural differences being understood erdrchical terms. This moment first
became apparent with the emphasis of dividing tealiaccording to essential
biological categories. In other words some peopteveewed or view self as superior to
others based on biological factors such as skimucplgender and eye colour for

example.

It seems unlikely that counsellors in New Zealanduld intentionally position
themselves superior to their clients based on gio#é factors such as skin colour and
gender. However, cultural biases are often intezedlin ways that are invisible to the
persons reproducing them in practice. Thus, thegestill possibilities for a counselling
practice to produce essentialist racism or whateiahet al (2006) calls “enacting
privilege” in an unintended or invisible way. Thisn happen when counsellors are
positioned in expert professional discourses thgyest their knowledges are superior to
clients in general, which diminishes a position cancern for how they may be
reproducing cultural injustice in their therapeugtionships.

For example a counsellor holding ideas about th@omance of patients ‘going through
the five stages of grief and loss’ which are dergalger, bargaining, depression and
acceptance may position themselves as holding sioveof events that is regarded as

preferable or even ‘normal’ and this positioningynsédence or subjugate other cultural
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knowledge of events about grief that a client malgh

If a counsellor privileges, in their counsellingneersations their own ‘expert and
superior knowledge’ and marginalises the clientsal knowledge about their (the
client's) own culture and themselves this practmay be informed by threads of
invisible or unintended racism. This patronizingywed holding one’s own cultural and
professional knowledge as central may result ineetadions that if the client just
follows the counsellor's advice all will be welh bther words the counsellor based on
their ‘superior education’ ‘more modern culture’datineir ‘more relevant experiences’
and hence their ‘centralized wisdom’ positions ¢hient as non agentic and subject to

evaluation.

In a setting such as the Auckland Spinal Unit tbéeptial for health practitioners to
enact privilege by positioning self or be positidney threads from the discourse of
racism to centralize their knowledge and by sulbjjagacultural knowledge of the
patient, is always present. Most patients comééoAtuckland Spinal Unit feeling very
helpless and powerless and physically most of thetally are reliant on the staff for
their needs to be met. In many instances, in thtealirstages of rehabilitation, it is
difficult even for family members to help with tiplysical aspects of care because they
do not have the necessary knowledge in how to foarthe physical needs of a person
with a spinal cord injury. Health practitioners thie Auckland Spinal Unit hold a
sophisticated body of knowledge about spinal iegirend rehabilitation. If health
practitioners are not very conscious of how themwer/knowledges can objectify
patients they can unwittingly find themselves emmacprivilege which may be informed
by discourse of racism or privileges ascribed #ss] gender, education and physical

ability.

In a rehabilitation setting such as the Spinal Uinére are often strong invitations to
health practitioners to step into an expert pasitithese invitations come at times from
the patients (you are the expert, you know whdteist, what would you advise), time
pressures can offer strong invitations to enactilpge (I have not got the time to
discuss, | know best, | have the experience, plgetelo it the way | am asking you to
do it). To resist invitations to this expert pamitiand to take a stand against enacting

privilege and re-producing racism, | am committedstep into a reflexive practice to
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consider my practice on an ongoing basis.

Laird (2000, p.113) calls the health practitiongysresponsibility not only to surface
cultural stories of oppression and marginalisatiopeoples’ lives in our offices, but to
go beyond to help clients tell their stories in nevd larger contexts and to bear witness
to those suppressed stories in the schools, cdadisjatures, and mass media. Health
practitioners need to add their own voices wherseéharger cultural discourses do not
fairly represent the experiences of clients andhdballow clients’ stories to be told.
Whilst | cannot claim, as a counsellor, to be hadpclients to tell their stories of
oppression about disability to the media and lagises, | have learned from clients that
it is important to them that | continue to be vergtrumental in supporting and helping
patients at the Auckland Spinal Rehabilitation Umice their concerns when actions of
the staff are interpreted by the patient or thamifies (vhanay as misuses of power by
the ‘dominant group’ (even if unintentional). Thgbuthis privileged invitation to hold
the experts accountable | have an opportunity ¢atera space where patients’ version

of events may be visible and be heard, which isetbimg | value as a professional.

It is not uncommon, for example, for patients & Auckland Spinal Unit, who should
be on bed rest because of pressure areas select adihere to the bed rest protocol as
set out by the medical team. In other words théepatioes not stay in bed the whole
time and/or lies on the pressure area. Medicabdises interpret or label this behaviour
as non—compliance. However, we have had Maori pigtiselect to attend Bangi, a
special family event or church services despiterdemmmendation from the medical
team that this is not in his/her best interest. Wire counselling conversations the
voices of the patient are heard his/her versionewdnts seem to be informed by
discourses of a holistic approach to wellbeing Whpromotes practices of paying
attention tooranga tinana(physical healthpranga wairua(spiritual health) andrange
hinengaro(emotional health). Therefore taking care of spal health such as attending
a tangi or going to church is integrally linked with hdics health. Surfacing these
cultural stories of health, making them more visjbsupporting patients to resist
colonizing ideas of well-being and standing agaitadielling of patients as non

compliant is a health practitioner’s responsibi(itaird, 2000).

In an ongoing attempt to deconstruct unintentigmattices of power and dominance |
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have recently been running lunchtime workshopsstaff at the Auckland Spinal Unit.

The purpose of these workshops is to hold up feileve how much power we as staff
potentially hold and how often staff ideas can rdvertently problematic for patients.
| invite staff to consider power/knowledge relasom our interactions and attend to
ways of positioning patients to maximize agencysfmbties when speaking and caring
for a patient Whilst these workshops did not spedmiffy address ethno cultural

power/knowledge relation the intention was thatréng about privilege and increasing
awareness of power/knowledge would move practtisrioward a more curious and

interested stance that respects all forms of diffee, including cultural ones.

However, Raheim et al (2006) cautions narrativerahists that in talking about

privilege, sometimes it can be tempting to tellrig® that put us in a good light — the
times we have responded to other people’s bad bmirathe friends that we have from
marginalised groups; the sacrifices we make to labkhese issues. And yet, retelling
these sorts of stories can make it more difficoltaok at the mistakes we may still be
making, the things we overlook, the ways we repecedinose dominant cultural ideas
that have produced histories of injustice. Oftdking about our mistakes, what we are

not so good at, can open space for more consteuctimversations.

Whilst | can give examples of ways that | have added racism or surfaced stories of
oppression and marginalisation that stem from dantirdiscourses about disability,
culture and the medical model of patient care,r abso think of some examples of
where | have unintentionally enacted privilege viahizas informed by racist discourses.
In reflecting on my practice and considering thielas of enacting privilege | realise
that | have at times positioned myself to ‘reachagneement’ with a patient or their
whanauthat centralised dominant rehabilitation disowggractices and was dismissive
of or acted out of ideas of token acknowledgemérdutiural practices. In particular |
am thinking about some of the conversations thatve had especially with Maori
whanauabout visiting and caring for a patient. Cultypahctices of Maori visiting and
caring for a patient will be further discussed whegflect in a later section (7.5.1) on
the implications of these ideas on my practice.

Raheim et al (2006) suggest that therapists devietmpvledges and skills related to
noticing when they are enacting privilege. Soméexéfe questions offered by Raheim
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to surface these practices of enacting privilegeaar follows: When am | most likely to
enact privilege? In what sort of circumstances Wwithost likely enact privilege? How

can | tell when | am enacting privilege?

In response to the first question about when mitjg happen, for myself as a
counsellor, when | move away from curiosity, cotetubn and a tentative holding of
knowledge; that for me is the red flag (warninght) that | may be stepping into
enacting privilege. In response to Raheim’s seapmektion about the circumstances it
will most likely occur, this would be when thereeacompeting and contradictory
opposing discourses (Davies, 1991) usually betwbkenpatient and the rehabilitation
team, or myself and the patient because | may erently support ideas from the
dominant group, to which | belong. This is moselikto happen when the rehabilitation
team have certain ideas about how things shouttbhe and the patient and their family
(whanay hold other ideas and | am asked as the counslloregotiate or mediate
around this issue. In answer to the third questioout how can | tell that | am enacting
privilege this takes ongoing reflection and an acawvareness of power/knowledge
relations. Hopefully this process of questionintegd by Raheim above will be useful

to follow in the future when | detect, within myaatice, that | am enacting privilege.

7.2.2 A moment of colour evasiveness in racial relatioawetlopment

The second moment in racial relation developmeffineé by Frankenberg (1993) is
based more on the similarities of the human racghat is common to us all rather than
a focus on the differences. From this viewpoinieespn may carry the assumption that
all people, irrespective of colour are all the sathere are no real differences between
people of different ethno-cultural groups. Thisw®int is sometimes also known as
colour blindness or colour evasiveness. Howeves, desumption marginalizes the real
and asymmetrical effects of power relation betweamturally dominant and
marginalized groups. For example, colour evasivemesy fail to take into account the
history of colonization and the effects that it @&l on communities of people and on
the cultural narratives. As previously mentionedldégrave would say that “therapies
and psychological practices that do not addregsir@limeaning webs in informed ways
are racist” (Waldegrave, 1998, p.412). If as a dhist | assume sameness, in all
likelihood | am using my own “cultural lenses” foneaning making. This in turn

centralizes my cultural knowledges and requiresradttive cultural knowledges to adapt
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accordingly.

For example if | am facilitating a goal setting rtieg or a family meeting for a Maori
whanauand | act out of my own cultural lenses and dissesi about efficiency and
individual responsibility | would ensure that theeeting followed an agenda and that
discussion items stayed close to this agenda. ldMaunch straight in to the first item
on the agenda with a possible brief introductiamfreach person which | would initiate,
probably just going around in a circle — no pafacwrder. | would primarily address
the patient and expect him/her to answer for hinsélé If someone else from the
meeting had a point of view that related to thegpatl would openly ask the patient if
they were in agreement with this and expect thenveibalise their opinion. If the
patient was silent | would most likely accept thatagreement. | would ensure that the

meeting started and ended on time.

From the dominant cultural discourses | have irgksad, this would be regarded as a
well facilitated meeting. However, from a Maori wubkl perspective, my actions would
likely be considered disrespectful, rude and vasgnsitive. Moreover, my action would
likely place a Maori patient anevhanauin a very difficult place to protest my
understanding as they would not necessarily knowthédr their protest would make
things better or worse. In fact, they would havgoad reason given the history of

cultural relations to be suspicious of the effeftprotesting.

This above example demonstrating the practiceotafur evasiveness does not address
dominance and privilege and may desensitize a eflongo marginalised stories that
have not been voiced. It also does not positioetpi@ers well as they inadvertently
reproduce injustice in ongoing ways. Facilitatiagmeeting based on my cultural
discourses would privilege my version of events arydway of doing things. This way
of facilitating a meeting /hui would usually not keaspace for a Maonvhanauto
surface their stories and these stories would tinughe meeting, remain unheard and
marginalised. My own cultural lenses would have Imeéeve that the family did not
have much to contribute and they were in agreematht everything. Opie (cited in
Hartman, 2000, p.21) suggests “we must not apptgpthose whom we would try to
know and understand by ‘colonizing’ their experiesicby interpreting them from the

perspective of the privileged expert. We must eiméo a collaborative search for
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meaning with our clients and listen to their voidbeir narratives and their construction

of reality.” We cannot step into this practice &whink that we are all the same.

In reflecting on my practice and considering furttieese ideas on colour evasiveness, |
have become mindful of colour evasiveness when wgralongside Maonvhanauand
the significance of relationships within tikdnanau One area in particular that | need to
consciously step back from assuming a samenesseisrdlationship between a
grandmother and her mokopuna. The significanceth@dneaning of this relationship
and the obligations that it may carry seem quiteedint to my own cultural narratives
about grandparents and grandchildren. Laird (2@001) mentions that “our own
cultural narratives help us to organize our thigkand anchor our lives, but they can
also blind us to the unfamiliar and unrecognizald they can foster unjustice.” If | use
my own cultural narratives to make sense of orrndenstand the significance of the
relationship between a grandmother and her mokopteese are aspects of that
relationship, from my own ethno-cultural lensesttiauld be unrecognizable and
unfamiliar. In particular, as previously mentionette particular significance of that
relationship and the rights, obligations and respwlities that the relationship may
carry is something that is unfamiliar to me. Ifd dot stand back and take up a position
of curiosity, | may assume similarity in experiescand | may disregard or render

invisible some of the very important nuances of te&ationship.

As a counsellor if | practice from discourses oloco evasiveness this may position me
in a way that | do not recognize power knowledgatiens and | may continue to
marginalise subjugated discourses which in turrtiooas to marginalise certain ethno-

cultural groups.

7.2.3 Race cognizance
The third discourse or moment called race cognizar(Erankenburg 1993)
acknowledges cultural difference but these diffeesnsignal self-sufficiency of culture,
values, beliefs, traditions and aesthetic standdrdese differences are something to be
valued, celebrated and respected. This celebratiadifference is in stark contrast to
essentialist racism where the differences accesdumhierarchy and a power/knowledge
difference, with the dominant ethno-cultural grqagsitioning their version of events as

being taken for granted truth. In race cognizaneegmalised ethno cultural groups are
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agentically positioned and define for themselveatwtithin their culture is to be valued
respected and celebrated. This recognition of whanportant is not static, culture is
contextual — “it is always more or less changind dns always emerging... we are all
multiple cultural selves” (Laird, 2000, p.103). Mategorization of culture is stable or
fixed, we are multiply positioned and at differéimes one categorization may be more

salient in one context than in another.

For example when | am at home with my children tagegorisation of ‘mother’ is
usually more salient for me than some of the ofluésl categorisations that | belong to.
However when | am at work the categorisation ofnsalior is more salient for me than

mother.

7.2.4 How will ideas about race cognizance inform my caatling practice?
| stand with Laird’s (2000, p.101) perspective thdiealth practitioners are to unpack
cultural stories they need to know enough aboutessgm’s culture to ask good
questions, and to notice culture in its many guiged complexities as well as the
preferences of cultural storylines and practicest fheople bring to counselling. This
‘knowing enough’ helps to surface for review clientultural meanings but it also

makes it possible for clients to hear their owrtunall stories in a newly reflective way.

To be able to surface for review and possible dsttoation client’s cultural meanings,
Laird continues that it is vital that we continwewtork on understanding our own local
knowledge and our own cultural narratives and tkerthem as accessible as possible to

ourselves and transparent to others.

In an attempt to uncloud our processes and unaersiar own local knowledge Bird
(2000, p.35) offers some ideas for an ongoing céfle practice by asking the following
questions:
0 What assumptions underpinned my decision to highligsing an enquiry process,
some themes over others?
O When | reflect on this taken for granted truth esta¢nt, what are the cultural
practices that this statement serves?
Who is advantaged by these cultural practices?

How did this enquiry direction invisilise or vislisie power/knowledge relations?
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By having an understanding and deconstructing &isslvn culture it is more likely that
a health practitioner will be able to “stand ba¢Bird, 2000, p.93) from their own
cultural knowledges so as to make space for cliertices to be heard. Narrative
counsellors often look for marginalized storiesttiban stand in opposition to the
problem saturated story. These marginalized stanesften hidden and not that easily
accessible. Counsellors must prevent, as much@sssble, “delving into the meanings
of the client’s life with our own cultural noiseachassumptions” (Drewery & Winslade,
1997, p. 43).

In summary race cognizance discourses invite ma asunsellor to deconstruct and
surface my own cultural stories which positions tmée able to stand back from my
own culture and make accessible to clients thein owitural storylines. This making
accessible and deconstructing the client's ownucalltstorylines gives the client the
opportunity to reflect and review these storylinks.this way a client is agentically
positioned to review what version of events, a$ fharticular point in time they would

like to select, resist, and change.

7.3Privilege and Dominance at the Auckland Spinal Unit

Burr (2000, p.63) mentions that some constructioihknowledge will have a greater
tendency to be seen as common-sense or truthfel.n&mntions that in contemporary
western societies it is commonplace for the ‘versiocof natural events provided by
science and medicine to be given greater creddrarethose offered by religion, magic

or superstition, folk psychology or cultural stongs.

Foucault (White, 1990, p.25) uses the term “glabatary knowledges” that through a
struggle over time, have come to subjugate a wheteof knowledges and disqualify
them as a lower level of scientificity and cognitibhese other subjugated knowledges
could be erudite knowledges - written out of theord by the revision of history or local
or indigenous knowledge - they are lowly rankedhsidered insufficient and exiled
from the legitimate domain of the formal knowledgesl the accepted sciences (White,
1990, p.25).

At the Auckland Spinal Unit, rehabilitation perspees are the global unitary
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knowledges that subjugate a whole set of alteradnowledges and disqualify them as
less relevant. Rehabilitation knowledge and ‘evadebased practice’ are the foundation
stones on which service delivery is organized. égli knowledges / values produced
by rehabilitation discourses centre academic stanmty specialist knowledge which is
disciplined based (physiotherapist, doctor, nuae)privileged information. These
rehabilitation discourses are the taken for grartteth on international models of
practice which from this rehabilitation perspectiséevidence based best practice’ — the
ultimate stamp of approval! This global unitary paif knowledge does not make much
space for other cultural knowledges and it can lduidisqualify other knowledges

leaving the holder of those knowledges in a lesggutknowledge relations.

Given this enormous body of western medical knoggethat has been elevated to a
level of almost absolute truth, as health pracigis at the Auckland Spinal Unit we all
need to be constantly asking ourselves what postalls we are offering patients in
our interactions with them? As staff at the Auckla8pinal Unit if we act out of
discourses about the legitimacy of rehabilitatiorowledge in the power/knowledge
relations we have with patients, we may only makace for the production of
knowledge that is in agreement with the dominamitredised rehabilitation discourse,
which only privileges white, patriarchal, profess, and medical ways of

understanding.

7.41mplications for me as a Counsellor at the AucklandSpinal Unit

The Dulwich Centre in Adelaide has been runningogegt on dominance and privilege.
They invited participants in the project to writeoat what they have found helpful in
considering their own privilege. One respondené&flections resonated very closely
with me and in many ways | have been similarly posed and need to actively guard

against being subtlety repositioned in this way:

It has come as something of a shock to me to ee#liagt the expert knowledges
which | have been trained in may not only be unfuglip trying to interact with

people of other cultures, they may also be distfdeand even damaging. | have
been trained to believe that ‘knowledge’ is whagpear's in books and in journals
and in university curricula. The more | try to destruct professional privilege,

the more | come to see that there are other fortmknowledge too: insider
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knowledges, knowledge about culture or gender muaedentity (Raheim et al.,
2006).

When | first started working at the Auckland Spitalit my focus for improving my
practice was very much on trying to learn more fitomoks and learning how to ask the
right kind of questions. | was strongly positioresla professional who should be well
gualified, well prepared, properly organised to mand have plans and directions.
What | believed | needed, to improve my counsellangctice, and what | pursued was
‘acquiring’ even more expert knowledge. On refleati view this now as looking for
answers but searching in the wrong places. | wagiponing myself more firmly in the
medical model of care which values expert knowleaige objectivity and marginalises
intuitive and local knowledges, as well as collation and negotiation. Discourses
about professional responsibility (which | havecsindeconstructed and reviewed)
positioned me into thinking that | had to be alleotffer a solution, from my repertoire
of expertise and | needed to find the right remébdy would “fix the problem.”

Over a period of time through reflexively consiagrimy practice through the process of
supervision, peer review and university assignmeats now more closely aligned with

the following:

The stance of coauthoring does not imply that wee gip our authority as
professionals. We do not withdraw completely frohe tauthoring role in
counselling relationships. But we do endeavours® aur authority in ways that
put our weight behind the client’'s preferences &gency in his own life
(Winslade, Crocket, & Monk, 1997, p.63).

My focus is now in putting my weight behind theecii’'s preference for agency. It is
giving space for the client to decide on the dimecthat the interview should take and
more checking in with the client as to whether thilection or practice was useful. In
this way | trust new threads of meaning have aebettance of sitting more comfortably
with their culture (Waldegrave, 1990, p.15) rattltean my feeling compelled to decide

on the direction and offer solutions.
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7.5Maori Patients and their Whanau

In working alongside Maori patients and theinanauthere are some particular cultural
aspects that | have noted at the Auckland Spinat that perhaps warrant further
discussion and consideration. The two areas thaill Idiscuss further and they are
interlinked are whakama anghanaucare and what positions these storylines offer a

patient,whanauand professionals.

7.5.1 Whanau involvement and visiting
The discursive practices relating to visiting a&¢ #thuckland Spinal Unit are to a large
extent drawn from rehabilitation discourses. Thes®bilitation discourses hold ideas
about the importance of people being independetitadearn independence you need
to do it on your own. Viewed from this perspectit@g much help fronwhanaugets in

the way of a patient learning how to be independent

As a general guideline the Auckland Spinal Uniba whanauto be very involved
with a patient in the first few weeks of rehabiiibé. Visiting hours are not too strictly
adhered to and in certain situations (especiallgmthe patient is under eighteen years
old) the patient could havevehanaumember sleeping in the same room as them. But
very soon into the rehabilitation procestianauare encouraged (and at times it is
insisted) that they do not come onto the wards @xdering visiting hours. This means
that a person’s personal cares are done by thangussaff rather than avhanau
member. From a rehabilitation discourse perspeaivens, patients need to learn how
to direct their own cares and be independent. Asiiue that arises for me is how the
rehabilitation discourse positions Maori and whgetrgtic position is offered to them? Is
there a possibility that for Maori patients, pasigd in their cultural views, we are
marginalising cultural knowledges of protection ar@te and position the patient more
vulnerable and shaming the family even further ttyng on knowledges produced from
the rehabilitation discourse? Durie (1994, p.484)es that “for a family there is a need
and a desire to be involved and their presencargelnumbers reflects that desire. By
helping to care for the patient they are assidtiegohunga fulfilling the expectation of
their community and alleviating their own sensgwit.”

The above highlights the dilemma that we are “dtutsd through multiple discourses
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at any one point in time, and while we may regamave we make as correct within
one game or discourse, it may be equally dangevotilsn another” Davies (1991,
p.49). As the counsellor at the Auckland Spinal tUnam often called on to have
discussions witlwhanauabout visiting and in particular not adhering tsiting hours.
The above comment about a move we make might terded as correct within one
discourse may be equally dangerous within anotesomates very strongly with me in
terms of these discussions regarding visitationtalking to families about ideas of
independence and the importance of patients legrtondo it on their own (the
rehabilitation discourse) is a potentially disempowg or disrespectful practice when
whanaubelieve that they need to protect the patientl@ndlosely involved in the care.
These kinds of discussions are exceptionally digliead one runs the risk of being seen,
by families as culturally very insensitive.

Mc Kinnon and Miller (cited in Waldegrave, 19903p) suggest the following questions
in helping people to reflect on the patriarchal meg webs in families. Although these
questions were aimed at deconstructing genderyequihin a family, they seemed to
me to be very relevant questions for the Aucklamin&® Rehabilitation team to be

asking about our ideas about family involvement.

| have adapted the questions to make them moréngettto the Auckland Spinal
Rehabilitation Unit. They are as follows:
0 Who has been most influential in determining curtegliefs about visiting hours
and how patients learn to become independent?
0 Who is best served by the current beliefs aboueptindependence and social
definitions of problems and relationships?
0 What has been the socio-historical evolution oséhbeliefs about visiting and

patients learning to become as independent ascrein managing their cares?

Mc Kinnon and Miller further comment that these spigns force us as professionals to
examine the social construction of our own theoead ideologies. These questions
enable us to re-examine the location of the s@dalroblem. In this particular situation

the ‘problem’ is that at times Maowhanauare positioned as wanting to attend to a
patient’s cares on the wards. The rehabilitatiaff $iolds ideas that if the patient’s cares
are carried out by nursing staff the patient wdllietter positioned to learn how to direct

their own cares and learn independence. Is théfpn@, as Mc Kinnon and Miller ask
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mainly located within the cultural ways wfhanauor is the ‘problem’ mainly located

within ideas about independence and rehabilitation?

In the past | think there have been difficultiesha¢oming to an agreed solution about
these complexities ohanaucare and learning independence because the soha®

been set up as a binary - whanau care and thenpatees not learn how to be
independent versus nursing care and the patiemtsd®w to direct their cares. In the
next section of this chapter | will discuss howtliis problem’ is not viewed as a binary

(either /or) it may be easier to come to agreemthiatssuit all parties.

In terms of ongoing conscientisation of our systeansl processes such afanau
involvement, visiting hoursivhanaumembers sleeping on the wards, famishénay
meetings Tamasese, Waldegrave, Tuhaka and Cam{@®8B8, p.51) state that the
primary responsibility for the day to day check abpalance of power knowledge
relations lies with the group that is associatedhwdominance. The group that is
positioned with holding the dominant discoursesesponsible to continue to work on
their conscious around issues of power and allbises associated with it. Calling a
stop to certain discriminating practices or pobcig not left to the marginalized caucus.
This is crucial. It is the group whose productidnknowledge is held as the stamp of
truth who is responsible for the deconstructiotheir dominance. The Auckland Spinal
Rehabilitation Unit staff are without doubt beingosfiioned with professional
knowledge and privilege. It thus becomes our (ttadf)sresponsibility to address on
issues around power/knowledge relations and decmishese.

To go back to those three questions posed by Mmnd&i and Miller to deconstruct
power/knowledge relations - Who has been most entflial in determining current
beliefs about visiting andvhanauinvolvement? The Auckland Spinal Rehabilitation

Unit has been the most influential in determiningrent beliefs.

The answer to question number two is far more authig. Who is best served by the
current beliefs abowvhanauinvolvement and visiting hours? In many ways iteobe
much easier for the nurses at the Auckland Spimat ilwhanauwere with the patients
when they were on the wards and receiving theisqraal cares. Th&hanaucould

assist with their cares. However, a difficulty iether this is really in the best interest
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of the patient’s rehabilitation and even what ifirg&l as rehabilitation. The concern is
that thewhanauin caring will not know when and how to ‘stand kaand let a patient
try to accomplish tasks for themselves and wilpsteto care and assist too quickly. It
may be difficult for avhanaumember to see a person you love struggle, getréitesl,
ask for help and assistance but help and assistsumm given immediately. Discourses
about rehabilitation support views that too muchcpical assistance can stand in the
way of a patient gaining independence. Independeaceording to rehabilitation
discourses means a person is able to do as muddorselves as possible and the
things they are not able to do for themselves tireyable to direct a carer to do it for
them in such a way that it is almost the same athef person was doing it for
themselves. If a patient has everything done f@nt it is a view within the
rehabilitation discourse that the person is unjikel develop the skill and the physical
ability to do it for themselves. Although independe is very much a western concept,
there are very few patients who do not want to gaaximum independence. | have
noticed, at times, that in some Pacific Island urel$ independence for an older adult,
especially a male, does not seem to be at the &fatie family’s concerns. However, in
general, the ability to be independent seems tarbenportant achievement for all the

patients at the Auckland Spinal Unit irrespectivg@nder and ethno-culture.

7.5.1.1Future intentions when noticing these opposingalisses (Davies, 1991)

On reflecting on these seeming opposing discouabestwhanaubeing involved in a
patient’s care and a patient learning their owresarthink the difficulty in the past has
perhaps been that it has been viewed as a bireatyihte discursive practices informed
by these two discourses are in opposition to edlsbro Perhaps if more attention is
paid to how these ideas can work together solutgamsbe found that centralise local
Maori knowledge aboutvhanaucare and also make space for rehabilitation kndgde

about learning independence.

In future when these situations arise, | will takdot more time in talking with the
whanauabout their intentions for involvement. | will @kmore time to talk about the
Auckland Spinal Units perspectives and talk abbatthanaus perspectives. | will also
endeavour to involve Counties Manukau District He&oard Maori Cultural Support
in these discussions. (This service is only avélaine afternoon per week so the
logistics in getting them involved is not alwaysspible) All parties Whanay patient

and Auckland Spinal Unit health practitioners)watnt the same end result — as much
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independence as possible for the patient. If whable the same goal in mind we must
surely be able to come to an agreement as to howswae team can best achieve this.
This agreement may in some instances require iofess to deconstruct their taken

for granted truths and offer space for culturalwlemiges to stand alongside the former.

In this next section | will briefly discuss the Maavord Whakama and the possible
implications it has in terms of working in a cubllly sensitive and appropriate way

alongside Maori clients.

7.5.2 Whakama
Nikora et al (2004, p.9) describghakamaas an attitude which can result from an
infringement oftapuand it is a “sheltering and a secrecy by Maosjrttvhanauand the
broader community” Sachdev (1990) states that tiser® equivalent English word for
whakamabut words such as shy, embarrassed, shame ardextla disadvantage would
be the English equivalents. None of these termsoémmlithe concept in its entirety.
When whakamaoccurs it is considered a weakening of the per¥dmakamacan be
momentary or it can last a number of years “uniegs properly dealt with” (Sachdev,
1990, p. 436).

Some of the manifestations @fhakamaaccording to Sachdev (1990) are lack of
expression of affective responses which could ohelsilence, appearing dumbfounded,
seeming to loose sharpness of intellect and unrnsspm Whakamamay also manifest
itself by a withdrawal from friends and relativesdaremoving oneself from social
contact. According to Sachdev (1990) sleep andtdp@ee usually not disturbed. These
behaviours mentioned above are usually not coresidabnormal by some members of
the Maori community but may be so regarded by asider who is not positioned well
to make meaning of these within the cultural stoed. Medical discourses may give a

diagnosis of depression to a person experiengtmkama

In counselling Maori clients at the Auckland Spirahit 1 have on a number of
occasions witnesseglhakama The Maori concept avhakamaseems for certain clients
with a spinal cord injury to be so central thatalimost other experiences seemed to be
interpreted through this lens e@fhakama | have noted that this ‘lens efhakama

seems to position a person with decreas@taand inferiority, and it seems to get in
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the way of making contact with networks of frieraiedwhanau | have noted how this
whakamahas invited Maori clients to be hesitant to confaiends or return back to
their home town on discharge. Reflecting with them their understanding of this,

Maori clients have told me that this is becauseludikama.

Hirini (1997) mentions that the aim in service psoon such as the Auckland Spinal
Unit is to develop practices that are competentedfettive in working alongside Maori
rather than merely informed or sensitive. My untierding of this comment is that
practitioners need to be able to go beyond seitgitnd empathy and work alongside
Maori patients to deconstruct cultural storylineSich give the patient the capacity to
recognize the constitution of the discourse anthke up, resist, subvert and change the
discourses (Davies, 1991, p.51). In this co-coetvn of knowledge Waldegrave
(1990, p.12) says that the task of the therapith iwseave new threads of meaning and
possibilities that give new colour and new textulésa patient, through counselling,
wants to review the effect @fhakamaon his/her life, the task of the therapist is tieio

up for consideration alternative ways of makingssenf disability that stand against
identity claims offered bywhakama These alternative ways or new colours and tegture
as Waldegrave (1990) calls them must sit comfoytabthin the culture of that person
for them to be sustainable.

In terms of this concept ovhakamal feel as though | have been informed and
positioned more sensitively but not very competamd effective in weaving the new
colour and the new texture of this knowledge intg practice. The discourse of
whakamafor certain Maori clients, seems to be so cenmtrgroducing and constructing
identity claims that as someone from a differertural background, it almost seems
insensitive and rude to talk about it. | sense kit not have an adequate understanding
of whakamao deconstrucivhakamawith patients.

For the deconstruction of the stories that peopie by White (1992) suggests that a
starting point is having externalizing conversasiovhich encourage a person to provide
an account of the effects of those stories on thnas. Externalisingvhakamaand
having a conversation with a patient about thectdfefwhakama(or what the patient
names it) on their lives which could include théeefs onwhanaurelationships, future

hopes and possibilities, could be a useful starjpmynt. Patients can then start
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considering their relationship witlthakama(or what the patient names it) and whether

or not they would like to review this relationship.

Discourses about ethical and safe practice for thgsea counsellor inform me that it is
good counselling practice to recognize and knowsolmitations. There are situations
that it is more culturally appropriate for a Mablealth Practitioner to be invited in. This
inclusion of Maori Health Practitioners is in lin@ith the recommendations of the
National Advisory Committee on Health and Disaki(i1996). This committee suggests
that appropriate utilization of non conventionalma health services such téunga

and or Maori Health Workers or Maori elders adepd axperienced in Maori mental
health and spiritual issues should be called mstist with culturally complex situations.
At the Auckland Spinal Unit we have a budget foclsgpecialized services and | am
able to make referrals to specialists in this afeeequired. | have on a number of

occasions offered this to patients at the Auckli&pahal Unit.

7.6 Conclusion

In conclusion the purpose of this chapter was flecevely consider power /knowledge
relations at the Auckland Spinal Unit with part@ulemphasis on power /knowledge
relations between health practitioners and Maortiepts and their whanau
Frankenberg’'s three moments or discourses aboet ware used as a backdrop to
consider racism. In the first two moments, essBsitisacism and colour evasiveness it
was shown how cultural biases are often interndlireways that are invisible to the
persons reproducing them in practice. This reproduncof cultural biases tends to
subjugate cultural /local knowledge about healtld aehabilitation and privileges
western medical knowledges — whether intentionadlynintentionally.

The deconstruction of power and dominance or agiRaballs it “enacting privilege” is
the responsibility of the dominant group. Raheithi®e reflexive questions (when am |
enacting privilege, in what circumstances am | &ng@rivilege and how can | tell that
| am enacting privilege?) were identified as useifinl this ongoing journey of

deconstructing practices of power and privilege.

The chapter concluded with discussing some specifitural issues relating to Maori

patients — irvhanauinvolvement in caring for a patient and the rofeMhakama in a
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patient’s life.

In conclusion surfacing cultural stories of heattigking them more visible, supporting
patients to resist colonizing ideas of well-beimgl dtanding against labelling of patients
through the lenses of dominant medical and relatidn discourses was the intention of

this chapter. According to Laird (2000) this isealth practitioner’s responsibility.
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8. Personal Development

8.1Introduction

This chapter stories aspects of my personal demedap in counselling patients with a
spinal cord injury. My journey started in Febru@d04, and at that time | was primarily
using modernist discourses about counselling toensakse of my counselling practice.
Over the past three years | have reviewed andtedl@ther discourses through which to

make sense of my counselling practice and thistehagflects this journey.

8.2 Historical Roots

Social construction theory proposes that we arestcaimed in our thoughts, feelings
beliefs and actions by the discourses that ardadtaito us and our positioning within
them. “Not only do our subject positions constramd shape what we do, they are taken
on as part of our psychology, so that they prouvsl@also with our sense of self, the ideas
and metaphors with which we think, and the selfratares we use to talk and think
about ourselves” (Burr, 1995, p.152).

When | started at the Auckland Spinal Unit in 20@@ame with some very centralised
and persuasive discursive practices about profesisson. These discursive practices
principally originated from my undergraduate tramin the counselling components of
my social work studies.

One centralised discourse related to the persomhkize professional and my belief in
the importance and the possibility of having a cltigide between the two areas. The
quote below is from Perlman, one of the main teakisothat initially shaped my ideas/

practices of the professional relationship:

Any subjective involvement on the part of the casdwer with his client or the
client's problem may be part of a real countergfarence, or it may represent

only a single instance of loss of professional ciyay.

The need for achieving objectivity is readily apgdr If he remains in his own
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feelings, the caseworker is in no position to pee&vith any clarity or judgement
the feelings and needs of his client... nor will leerbady to lend himself freely to
enabling his client to progress (Perlman, 19742p.8

The second centralised discursive practice thargadefrom my undergraduate training
was the responsibilities of a professional in teoh$olding knowledge, planning and
preparation. The quote below is from the same t®m#tbnentioned above:

The social caseworker is involved in the relatigpshith his client ...because he
knows how to be of help and is charged and autedr® his agency to be of help.
A person in need of help seeks someone who hasutherity of knowledge and

skill to help him; he goes to someone who knowsemar is better able than

himself, and it is the client's very assumptionttiiae caseworker carries this
authority which infuses the relationship with sgfand security and strengthens
his response to guidance (Perlman, 1974, p.69).

Over these past two years these two discursiveipeachave been seriously troubled,
unsettled and deconstructed. This deconstructioogss has been through reflecting on
my counselling practice, addressing my practice @ndfessional relationship in

supervision, embarking on this research journeythadvriting of this research report.

The discursive practices mentioned above (divismtween the personal and the
professional and that the professional holds eximotvledge needed to fix problems)
have their origins in a modernist paradigm of caliimegy. These modernist ideas would
be similar to the medical model of health care mion where ‘objective’ knowledges

from books, journals and independent studies avégged over local knowledge of the

patient and family. | am very differently positichen my ideas about knowledge and
professional responsibility to what | was two yeagp. My preferred positioning,

which will be detailed further below, holds moreitieas that |1 should not attempt to
neatly incise my personal life and removed it fnom professional life and that there are
many ways that we have of knowing (Heshusius & @dll 1996) and knowleges from

books or study should not be privileged above otbeys of knowing.
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8.3 Medical Model and how it Positions a Counsellor

In chapter two of this research report, | mentioat the medical model has positioned
professionals with the responsibility of ‘knowingvi to fix it" and the need to have all
the answers which if followed would sort ‘the pretnl out’. This discourse has the
potential to position the professional with an enous amount of responsibility for the
well-being of other people. If as a professional go not have the answers in how to fix
it, identity claims of inadequacy and incompeteraan be very available. If the
professional does not ‘succeed’ in bringing abdwnges, the patient may be positioned

as non compliant with the treatment.

The self narratives that this medical discoursexgertise frequently invited me into
was that | evaluated myself as having inadequatevledge and expertise and started to
question at times my efficacy as a counsellorhminitial stages of my working at the
Auckland Spinal Unit | felt responsible for fixingroblems but very frequently felt
impotent and powerless to do so. In terms of teparsibility that I felt, | notice that in

January 2005 | wrote in my research journal:

Looked at my program for the day, | have got twalgsettings meetings, no
individual counselling appointments, what a retre responsibility is not on me. |
then continued to question myself in my journal “&Vis this responsibility that |

believe | hold?”

This responsibility at times felt like a physicalrden, a weight that | carried around,
believing that | was responsible to know how to émotional problems but knowing

that a lot of the time | did not know how to fix it

8.4Modernist Ideas of Counselling Relationships — Pasbn Calls

Modernist ideas of a counselling relationship valhe idea of therapists being ‘self
aware’ so that their personal lives are very sdpdram their professional lives. The
idea is that a therapist responds to a client ftheir professional selves and not their
personal selves. The assumption in this approatiatsit is the use of our professional
selves that will be of help to a client becauss ihiobjective, value free and shaped by
objective / expert knowledge. According to thisgeigm the use of our personal selves
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could cloud our judgement and interfere with thef@ggsional relationship. This is built
on the assumption that it is in fact possible tegkgour personal and professional lives
totally separate.

These ideas about a separation between the persmmblthe professional in a
relationship value separation and question a p&smunselling ability if it cannot be
managed to keep the two separate. Within thisdogmma professionals are educated to
believe that objectivity is possible and necesdarype effective in one’s job. Being
educated within this model | have been taught tintagn control over emotions lest |

inadvertently display ‘inappropriate feelings’.

Within modernist paradigms of counselling, to sgiié personal from the professional is
seen as a hallmark of professional competency. Séparation creates certain dilemmas
of practice with regard to empathy. Weingarten @08.106) calls this separation the
dilemma of empathy. As a counsellor at the Auckl&@mnal Unit | am witnessing
violence and violation almost everyday of my li@n a daily basis | am confronted with
some of life’s hardest realities. Weingarten (2008¢ntions that violence and violation
demand empathy. The dilemma of empathy is howdnagnte are submerged in a wider
culture that believes that the expression of emasdealthy, yet the professional norms
that many subscribe to posit that emotionality lo@ job undermines performance. On
the one hand health professionals agree that liteathy and important to express
emotions yet on the other hand if as a health psod@al we show ‘too much’
emotionality (with the exception of humour) on fbb there are questions raised as to

whether we are managing.

Where did these ideas, about separating the pdrandahe professional, position me,
at the Auckland Spinal Unit when at times | feltclsudeep sorrow and sadness
witnessing patients and the trauma that they wepereencing? What did it say about
me as a professional when | spoke to a young mdnreiftecting on the interview |
thought about his age and the fact that he coule teeen my son experiencing the
impact of the spinal cord injury? How did that gane when | wanted to cry because a
young woman was so ashamed of her disability thatdd not want to return to her
family to live with them? These experiences wereadly crossing that boundary of

empathy that I, at that time, thought it was impottto keep. What type of identity
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claims did these empathy/ sympathy actions invieeimo?

Working out of the modernist counselling discoutbat there should be a divide
between the personal and the professional the iexper of events (White 1995) was
that | was emotionally affected by the patientst thavas counselling. As previously
mentioned sadness, fear, sorrow, unfairness giifmerability were at times present in
my ‘professional life’ which frequently intruded amy ‘personal life’. The identity

claims invited me into evaluating myself as overoiwed and not able to control and

manage my emotions.

The identity claims that a modernist approach tonselling invited me into was that |

was lacking objectivity and this was compromising pnofessional competence.

8.5 Searching for Answers to the above Dilemmas

8.5.1 Focusing on knowledge and skills at the expensdanfusing on self
At the beginning of 2005 my main focus in improvimy counselling practice was the
active pursuit of gaining additional knowledge amidrmation about people with spinal
cord injuries and improving my technical skills,chuas questioning techniques in

narrative therapy.

On reflection however whilst knowledge and skiksan important ingredient in the
counselling process the ability to effectively tisat knowledge with clients starts with
self.

In my journal | wrote a question that | asked tmEtie, my university supervisor:

Why do I find it so hard to weave my way aroundirgerview? | can do it with sexual
abuse but why is this (working at the spinal usd)difficult? Elmarie replied “Because

it is about disability.”

| did not really understand what Elmarie was megug this statement. It was such a
definitive statement. About six months later | asker what exactly she meant by this
statement. By this time | had mulled it over in hgad. | was beginning to suspect that

what she meant was that disability has the potettiaffect every area of one’s life.
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There are multiple discourses that surround diggbisuch as body image,
independence, sexuality, what is valued in sociebypdy functioning, body

disfigurement, permanency of life, value of lifedahow these offer very different
positioning in terms of agency. Elmarie and | dssed together how disability and in

particular a spinal cord injury affects every aspg®ne’s being.

| started to realise more and more that additi&nalwledge and skills whilst important
was not the only missing ingredient. One aspedt\lza missing was permission from
myself to acknowledge that the personal is the gmsibnal. To acknowledge that
disability is affecting the patients and familyianay that | am working alongside but
that it is also affecting me. | needed to allow eify$0 witness self (Weingarten, 2003)
and not allow myself to treat those feelings asrmatand unwelcome in my life. My
starting point was an acceptance that it was oidgdl that way — feeling that way was

not a reflection of my inadequacy as a counsellor.

When my heart felt crushed because a father hadisson, when | was too scared to
ride my bicycle because of the injuries that | sawthe spinal unit, when | was so
outraged and angry about how a patient was treatdd seemingly such disrespect,
when sadness just gripped me when a young woml&mgabout her partner who had
been injured looked at me and told me her heditaken in a thousand pieces and she
does not know if she will ever be able to put thesmeck together — allowing myself to
feel what | needed to feel, witnessing myself arst acknowledging the affects that the
people | work alongside have on me, that was noutbeing unprofessional, this was
about being professional.

Starting this process of witnessing myself, | wroteny research journal:

Do | make space for my own compassion to be wietw3s

Is there anyone who witnesses my compassion?

Does my compassion need to be withessed?

| also note in my journal that | said to Elmarievbuld not know how to witness my
compassion. How and where would | start?

Giving myself permission to acknowledge how the kvaffects me, witnessing my own
compassion through supervision and writing in mgeegch journal was a journey |

needed to embark on. | need to witness myself tkenpdace for care and compassion
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for others to break through. The reason why | ime dxpression “break through” is
because the care and compassion for the peoplekl alangside was always there. Not
witnessing self however at times got in the wayrof being able to demonstrate this

care and compassion and opening space for cha@dives. As Weingarten states:

We cannot afford for people to believe that theystrlunt their feelings to stay
‘sane’. We need those who serve us to be in toutt thveir emotions as they
perform their duties, for it's this comfort thaials them to express care and
concern for others as they do their jobs. We wanpreserve not crush this
ability (Weingarten, 2003, p.115).

Through attending to this witnessing self it suppaony finding a balance between what
Bird (2000) calls connection and detachment. Cotimreds that ability to really listen
and move in step with my client. Detachment is lm@ihg over involved in a way that
makes it difficult to decide what will be usefuldawhat is not useful in the counselling
relationship. Connection assists me to listeniritonation, emotions, body sensations,
visions, dreams and for what is partially said.d2biment assists me to stand back from
the experience and decide whether the knowledgeld belongs to the therapeutic
relationship and or to my life experiences. Detaehthelps me to decide how and if to
use this knowledge as a partial knowing, a possit{Bird, 2000, p.93).

This journey of witnessing myself is not somethihgt | find easy. | still need to almost
force myself to talk about those aspects in thekviloat are affecting me. | am still very
cautious about it and very selective as to whastuss it with. This is not to say that |
have not found great benefit from sharing morelyredout how the work affects me.
This reticence to talk and a careful selection gfaundience constantly reminds me of
how difficult it probably is for many of the patiesnto talk about how their injury is
affecting them. What | am constantly reaching formy counselling conversations is
how can I link in with the patient /familwghanauin a way that offers an invitation that
makes the person want to talk about their hopesgnds and concerns and that through
this talking the stories that are co-produced aoeenmelpful and more healing and not
“regurgitated chapters from an old chronicle ofpdes(Wylie Sykes, 1994, p.46).
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8.5.2 Focussing on the alternative story
When | initially started learning about narratietapy | quickly warmed to the idea of
the concept of the alternative story. Morgan (20083cribes this formulation of an
alternative story as noticing and exploring thensigance of unique outcomes — an
event or action that does not fit in with the doamnstory, and how this contributes to
the creation of an alternative, non-problematicrystor narrative. Reflecting on my
practice | have come to see that in my attempt ackvalongside patients who had a
spinal cord injury | was focussing on the altervatstory and not allowing the story of

grief and sorrow to be known.

In the initial stages of working at the Aucklandirg&d Unit | interpreted this idea of the
alternative story to be the story of agency, tleeysbf overcoming difficulties, and the
story of making progress every day. In hindsighivigyobably this was closer to what
Frank (1995) would call the restitution story. Mgderstanding was that the progress
was what should be focussed on. My concern was ithpatients or their family
(whanay were talking about the story of loss and paie, tddking would do more harm
than good. The example that follows demonstratesitiappropriate focussing on the

alternative story.

In the first month of my working at the Aucklandi&g Unit a couple came in to see me
and they were sharing with me just how much diffies and sorrow they were

experiencing as a result of the wife’s spinal igjur asked them whether there were
times that there was just a glimmer or a ray ditlignat was different to difficulties and

sorrow. They mentioned that there are times thdbés not all look totally gloomy but

most times it does. | remember moving the coumgglionversation to what may be
described as the unique outcomes — an event, thaagion, belief, idea, dream or hope
that does not fit in with the dominant story (Mang2000, p.60). My concern was that if
they kept talking about the story of difficultieadasorrow it was just making it worse

not better — thickening the problem saturated story

| noticed that they basically disengaged from thenselling conversation and did not
return. On reflection | was too quick to focus be tlternative story — | was the senior

partner (Winslade et al., 1997) in this counseltingversation deciding on the direction.

My concern was that if patients and their familjetianay were talking about the story
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of loss and pain | was doing more harm than goatsaipporting the thickening of the

problem saturated story.

This move away from talking about pain and difftee8 was a new shift in my

counselling practice. Two reasons that | can tlohkave possibly accounted for this
shift. The one area is concern around not re- tedisimg a person. Especially in the
field of sexual abuse (where | had previously wdjkéhe concern about not re-
traumatising a person as they talk about the amasea very important consideration in
counselling. Added onto those concerns mentionedelwhen | was exposed to ideas
about the alternative story | did not want to cabaem and so | just stopped paying
attention to and or making space for the storyaihp

In my research journal, at the start of the jourimgg reflecting on counselling with

spinal cord injured people | wrote the following:

| realise that somewhere along the way | havepgtdpasking about the painful
guestions. In other words asking about the emotignan that a person is

experiencing.

This not ‘making space for the story of grief arainpto be known’ was quite a shift
from previous counselling practices of mine. Prasgialeas that | held about counselling
encouraged the idea of people talking about thet diffscult things in counselling

conversations because the idea was that if youatkrabout these difficult things, then
the less difficult things are easier to talk abaumd that talking about them was

therapeutically useful.

In previous parts of this research report | havedbed how within my family of origin
there were some definite narrative preferencesmtatlk about your emotions and not to
talk about things that were difficult. The ideattim@ good will come from it, was a
dominant idea in my family of origin. These concerabout not re-traumatising
someone and ideas about the alternative story mymays made sense to me. It was as
| have said very much in line with the discursivaqgiices that | grew up with. So in my
previous counselling practices | did at times waonabkat use it would do to talk about

the pain and the grief that a person was expengndn addition | also personally found
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it hard and difficult to talk about the painful migis, 1 found it much easier to talk about

the things that were going well.

Although my initial counselling training highlighdethe importance of talking about
painful and difficult things my concern about rattmatising a person, ideas about the
alternative story and my own personal narrativédepesces to talk about what is going
well blurred for me the importance of what Weingartvould call “mastering the art

form of helping to call forth the chaos narratig/eingarten, 2001, p.7).

Despite this idea of not talking about the pairthihgs, on one level made sense, on
another level what | was noticing that in somednses my counselling conversations
seemed to be quite shallow and superficial. | get sense at times that what people
were discussing with me they could have been dssegghis with a friend or anyone

else. | was questioning the generative nature otomnselling conversations.

These shallow and superficial counselling conveseat made me question the
effectiveness of my counselling and highlightedaans as to whether counselling was
really making a difference. Once again there seetodsk something missing and on
reflection it seems that the starting point hadtéost with me.

8.5.3 Witnessing self as preparation for being a compassite listener
Through reading Arthur Frank’s work on illness @adires and his personal experience
of illness made me think again about my counseltogversations and what was |

making space for? In particular this quote hadyehlallenged me:

The questions | wanted to ask about my life weré atowed, they were not
speakable, they were not even thinkable...the gapdset what | feel and what | feel

allowed to say widens and deepens and swallowsaieg \(Frank, 1991, p.13).
This quote really invited me to think about whag ary narrative preferences? What am
| listening for? Do people leave my office thinkititat there were questions and things

they wanted to say but | gave them a sense thse tinengs were unspeakable.

At the same time that | was asking questions toethybout iliness narratives and what
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am | making space for, my experience from my ursigrsupervision was very much

centred on witnessing myself. This witnessing nfysels deconstructing the idea of
separating a personal self and a professional Is¢leélped me to see how some of my
personal life experiences were in fact a wealtkraiwledge that | could be using with

clients. This ‘permission’ to use my own personfd experiences was like having a
whole new wing of a library opened up for me, hlstinformation readily available for

me to sift through and use, use at any time dayght with no ‘due back by’ dates.

This witnessing self focussed on how the work at$pinal Unit was impacting on me,
how it was affecting me. | never got the sense Hiatarie (university supervisor) was
uncomfortable hearing these stories. | never fethaugh | had to curtail what | wanted
to say because she was finding what | was sayiagdifficult to hear. Elmarie was
giving me space to talk about these things, allgvthrem to be known and not shifting
or guiding me to pay attention to alternative s®rof success with clients — of which
there were quite a few.

This experience ahaking known to someone else what my struggles at work were was
a very new experience for me. | noticed that tlvegis a very big difference between my
knowing it in my head and thinking about it (someghwhich | was very aware of) to
actually telling someone else about it. Most imantty in the telling, the listener being
willing just to listen and understand and not trysteer me in a different direction. It was

this kind of listening that | wanted to do morewath the patients at the spinal unit.

Hearing the stories of the participants in thiseaesh study has further supported these
listening intentions. As Paul, the one participsaitl “I just wanted someone to talk to.”
A process sometimes sounds so easy when it isnputwords. My experience of this

process was that it was not easy to do at all. @ge& from my journal:

Spoke to John (pseudonym), he said he’d beemtggliite sad for a few days,
just thinking about the past, but he was fine néwsked him whether he
“welcomed the sadness” whether he wanted to tatkiabis memories. He was
very clear — no and the reason was that he woutddscared to.

When John said that he was too scared to talktadamness and the memories

of the past | could so relate with this: That daghurch when | felt so sad | had
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the same thought, if | just let go and felt whatanted to feel would | be able to

“get out of it”. This is unknown territory for mend it is scary.

How can | work with my clients “I am holding it tether but if | think about this
too much maybe it will all fall to pieces and howllw know how to put them

(the pieces) back together again?

| notice another time in my journal | write: | amt going back to see Elmarie, | am not

going to sit in her office again and cry.

| do not think that | am alone in my experiencesoiv difficult some people find this
kind of talking. | hear patients or familywfianay) members saying to me: | decided |
was not going to cry again in your office today &usl am fine the whole week and

then | come in here and all 1 do is cry.

The process is not always easy, it is at timesysdais for many people unknown

territory. It does however invite a difference.

The two writers that | have found to be exceptibnalseful have been Kaethe
Weingarten and Arthur Frank. Both seem to acknogdethe importance of grief and
sadness being made known, known not just to thévichéhl themselves but to

compassionate witnesses that are really willingjsten. As a counsellor | want to be
able to listen in this way, with ongoing compassioare and understanding. For this

listening to be present the starting point wasi@ssing self (Weingarten, 2003).
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0. Additional Strands and Conclusion

9.1 0ther Themes

In this research report the main themes that erdehgen the participants were how
counselling should be offered, family involvemesgxuality and grief and loss. Other

themes that emerged were:

9.1.1 Discharge
Research participants identified the difficultybeing discharged from the spinal unit.
Larry mentioned “It is really quite difficult leavg the spinal unit, it is really quite scary
and a daunting prospect.” David said “I was scadoeldave in the end because | got so

used to the routine”

Telephone contact or a home visit after dischawgere favourably viewed by the

participants.

9.1.2 Practical help
Two of the research participants talked about teednfor more opportunities for
learning practical tasks. Larry mentioned thatwduld have been nice to be shown what
you still can do.” His suggestion was that beirigetashopping, cooking lessons, how to
get clothes out of the cupboard and house cleamérg some of the practical things that
he would have valued being shown / taught. Davidted to be taught how to push a
supermarket trolley in his wheelchair, how to takeshing out of a front load washing

machine and how to hang up washing in a wheelchair.

Avril (mother with three dependent children) wag able to cook food for her family
for approximately two years. This was because loeisé was not modified. Perhaps

there may have been ways that she could have cabgled had been shown how.

9.1.3 Talking about the actual injury
Two participants said that they found it very usefutalk extensively about how they
sustained their actual injury. My usual counsegllpractice is not to specifically ask
people about their injury — it is already documdritethe patient notes. This is however
184



an area for future consideration in my counselpragtice.

9.1.4 Counselling preferences
One research participant had a strong preferenbe tmunselled by a counsellor with a
physical disability. She felt that she could relatdter to someone who she perceived

had a similar experience to her.

A male research participant wondered if it maddéfarénce being counselled by a male
as opposed to a female. He was initially counsdiied female and then a male. He
thought gender might make a bit of a difference thought it was probably more the
approach and style of the counsellor that was #wogddhg factor.

9.1.5 Confidentiality
One research participant felt that due to lackrofgey in the wards, he was not really
able to discuss the things that he wanted to imselling. This participant was on bed-
rest and so counselling happened at his bedsidedédinite preference would have been

for his bed to be moved to another room for privacy

Another participant was very concerned about cemfichlity and ACC. Her concern
was that if she discussed things with a counséiton the spinal unit, because both are
government organizations, ACC would have accegbdbinformation. She identified

this as a barrier to engage in ongoing counselling.

9.1.6 Accident Compensation Corporation
Three research participants detailed problems #fdudties with dealing with ACC. As
one person said “living with ACC is not all blisbfuAll three participants found that
they it was difficult to get what they were seentyngntitled to.

9.1.7 Other
One participant mentioned ongoing problems withnpaiwo research participants
mentioned vocational guidance would have been wusgful and one participant said

that more assistance with weight management woale been welcomed.
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9.2 Conclusion

The purpose of this research was to improve colingedervices at the Auckland Spinal
Unit. The two main themes that have emerged arecdnéent of counselling and the
context in which this counselling should be offered

Research participants indicated a preference famselling to be positioned as
something very accessible to all patients and tiaamlies. This accessibility could be
achieved through introducing counselling servicespatients when they are newly
admitted, attending gaol setting meetings, andrttpad hoc, less formal catch-ups with
patients on a regular basis. These activities raeetl above do not preclude the more

traditional one on one counselling appointmenhedadounsellor’s office.

This research report has placed importance onngayiery close attention to
power/knowledge relations. In particular power/kiedge relations and the position
calls offered to patients from marginalised ethntitcal groups including Maori and
Pacific Island patients and their familyhanau

In terms of the content of counselling loss, gaetl hope was a central theme that came
through this research report. Listening for, ankimg@ space for the multiple storylines
of illness and trauma to be made known, and to bdensense of, was important for
generative counselling conversations. In additiacgunselling from a social
constructionist perspective, which posits that weraultiplied positioned and there are
many different versions of events, counselling @aations need to hold and respect a
person’s hopes, beliefs and dreams for their lfydsich frequently does not include
wheelchairs, catheters, caregivers) and be ali@kabout another reality of living life
with a spinal injury that may be dependent on sahéhese things. This holding of
multiple realities in counselling conversations mmkspace for local and medical

knowledges.

The invisibility of sexuality counselling invitedose participants to align themselves
with dominant discourses about spinal cord injung aexuality. Sexuality counselling
needs to be visiblised and the sexuality projecthat Auckland Spinal Unit was an

example of this. An area for future research istiwethis project is adequately meeting
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the needs of the consumer.

Ensuring that familieswhanay are included so they can be part of the rehabih
team was very important to the participants. Tagearch highlighted the importance of
actively paying attention to agency and communiathiw a family (vhanay and not

just assuming that this will automatically happen.
Finally witnessing self and deconstructing my owarrative preferences was an

important component in helping me to see whichyitees | may be privileging and

which storylines | may be filtering out.

187



10. References

Annon, J. (1976). The P-LI-SS-IT model: a proposmmhceptual scheme for the
behavioural treatment of sexual problend®urnal of Sexuality Education
Therapy, 21 - 15.

Arkwright, J. (2005). Disability: Theorising expenices in the critical analysis of
discourseNew Zealand Journal of Disability Studies, B3-56.

Attig, T. (1996).How we grieve: relearning the wotldNew York: Oxford University
Press.

Bird, J. (2000)The heart's narrativeAuckland: Edge Press.

Bishop, R. (2005). A kaupapa Maori approach. IrDi€nzin & Y. Lincoln (Eds.),The
sage handbook of qualitative resear@rd ed., pp. 109 - 138). London: Sage
Publications.

Booth, S., Kendall, M., Fronek, P., Miller, D., &e@aghty, T. (2003). Training the
interdisciplinary team in sexuality rehabilitatiéwllowing spinal cord injury: A
needs assessmeBexuality and Disability, 24), 249 -261.

Boyle, B., Clancy, A., Connolly, A., Daly, E., Hefinan, B., Howley, E., et al. (2003).
The same in difference: The work of peer counsellrthe Irish Wheelchair
Association and the National Council of the Blimdlieland.The International
Journal of Narrative Therapy and Community W2k 4 - 16.

Burr, V. (2000).An introduction to social constructionisiNew York: Routledge Press.

Cheek, J. (2000)Postmodern and poststructural approaches to nursiegearch
London: Sage Publications Inc.

Corker, M., & Shakespeare, T. (Eds.). (200R)sability/postmodernity: Embodying
disability theory London: Continuum.

Cushman, L. (1988). Sexual counselling in a reftabie program: A patient
perspectiveJournal of rehabilitation, April/May/Junes5 - 69.

Davies, B. (1991). The concept of ageregstmodern Critical Theorising, 3@2 - 53.

Davies, B. (2006)Body language relation®Rowman and Littlefield Publishers, Inc.

Denborough, D. (2005). A framework for receivingdadocumenting testimonies of
trauma.The International Journal of Narrative Therapy aGdmmunity Work,
2(3&4),34-42.

Denzin, K., & Lincoln, Y. (Eds.). (2005)The sage handbook of qualitative research
(3rd ed.). London: Sage Publications.

188



Drewery, W., & Winslade, J. (1997). The theoretistry of narrative therapy. In G.
Monk, J. Winslade, K. Crocket & D. Epston (EdsNarrative therapy in
practice: The archaeology of hofep. 32 - 52). San Francisco: Josey Bass Inc.

Durie, M. (1977). Maori attitudes to sickness, @ostand hospitalsNew Zealand
Medical Journal, 86483 - 485.

Durie, M. (1984). Te Taha Hinengaro: An integratagproach to mental health.
Community Mental Health in New Zealand)1 4-11.

Durie, M. (1994).Whaiora: Maori health developmemiew York: Oxford University
Press.

Engel, G. (1980). The clinical application of the lpsychosocial modelAmerican
journal of psychiatry, 137535-544.

Engster, D. (2005). Rethinking care thedtlypatia, 2d3), 50 - 74.

Estores, I., & Sipski, L. (2004). Women's issuderabCl.Topics in Spinal Cord Injury
Rehabilitation, 1(2), 107 - 125.

Frank, A. (1991)At the will of the bodyNew York: Houghton Mifflin Company.

Frank, A. (1995)The wounded storytelleLondon: University of Chicago.

Frankenberg, R. (1993)The social construction of white women, whitenesser
matters New York: University of Minnesota Press.

Freedman, J., & Combs, G. (199®arrative Therapy: The social construction of
preferred realitiesNew York: W.W Norton Company, Inc.

Friedman, M. (1993).What are friends for? Feminist perspectives on q@eab
relationships and moral theorjthaca: Cornwall University Press.

Goodin, R. (1985). Protecting the vulnerable: A re-analysis of our isbc
responsibilities Chicago: The University of Chicago Press.

Greenwood, D., & Levin, M. (2005). Reform of thecgd sciences, and of universities
through action research. In K. Denzin & Y. Linc@¢kds.), The sage handbook of
gualitative researclipp. 43 -64). London: Sage Publications.

Growth House Inc. (2006eath and dying: What the dying have to teach dscto
nurses, clergy and their familie8/06/06, from
http://www.growthhouse.org/books/kublerl.htm

Haley, W., Mc Daniel, S., Bray, H., Frank, R., & [deng, M. (1998). Psychological
practice in primary care settings: Practical tigg tlinicians. Profession
Psychology: Research and Practice(29 237 - 244.

Hartman, A. (2000). In search of subjugated knoggéedournal of Feminist Family

189



Therapy, 114), 19 - 23.

Herson, L., Hart, K., Gordon, M., & Rintala, D. @9. Identifying and overcoming
barriers to providing sexuality information in thinical setting.Rehabilitation
Nursing, 244), 148 - 151.

Heshusius, L., & Ballard, K. (1996). How do we cbuhe ways we know? Some
background to the project. In L. Heshusius & K.I8al (Eds.)From positivism
to interpretivism and beyond: Tales of transformatin education researcfpp.
1-16). New York: Teachers College Press.

Hesse, M. (1980).Revolution and reconstruction in the philosophy smience
Bloomington: Indiana University Press.

Hirini, P. (1997). Counselling Maori clients: He akawhiti nga whakaaro i te tangata
whariora MaoriNew Zealand Journal of Psychology (25 13 - 18.

Kaufman, M., Silverberg, C., & Odette, F. (2003he ultimate guide to sex and
disability. San Francisco: Cleis Press Inc.

Kemmis, S., & Mc Taggart, R. (2005). Participatastion research. In K. Denzin & Y.
Lincoln (Eds.),The sage handbook of qualitative resea(8hd ed., pp. 559 -
603). London: Sage Publications.

Kroll, K., & Klein, E. (1995).Enabling romance: A guide to love, sex and relaiops
for the disabledLondon: Woodbine House.

Kubler-Ross, E. (1970Dn death and dyingNew York: Touchstone.

Laird, J. (2000). Theorizing culture: narrativeadeand practice principles. In M. Olson
(Ed.), Feminism, community, and communicati@p. 99 - 114). Haworth: The
Haworth Press Inc.

Lather, P. (1986). Research as prakiarvard Educational Review(36), 257 -277.

Lather, P. (1988). Feminist perspectives on empiogeresearch methodologies.
Women's studies: International Forum,(&), 569 - 581.

Lysberg, K., & Severinsson, E. (2003). Spinal cojdred women's views of sexuality.
Rehabilitation Nursing, 28), 23 - 26.

Mc Daniel, S., Hepworth, J., & Doherty, W. (199R)edical family therapyNew York:
Basic Books.

Mc Daniel, S., Hepworth, J., & Doherty, W. (199The shared experience of iliness:
Stories of patients, families and their therapi®tsw York: Basic Books.

Mc Daniel, S., Campbell, T., Hepworth, J., & Lorez (2005). Family-orientated

190



primary care(2nd edition ed.). United States of America: Sgein

McAlonan, S. (1996). Improving sexual rehabilitatigervices: The patients perspective.
The American Journal of Occupational Therapy(180), 826 - 834.

Mendius, R. (1989). Female sexuality and spinadl @jury. SCI Nursing, 64), 68 -74.

Miller, S. (1988). Spinal Cord Injury: Self percetv sexual information and counselling
needs during the acute, rehabilitation and postabdibation phases.
Rehabilitation Psychology, 88), 221 -225.

Ministry of Health. (2002, Retrieved 2nd of May &)0Advice to the incoming minister
of health from http://www.newhealth.govt.nz/aim/aim3/healitiderpeople.htm

Monk, G., Winslade, J., Crocket, K., & Epston, Bd§.). (1997)Narrative therapy in
practice: The archaeology of hapg&an Francisco: Jossey -Bass Inc.

Monk, G., & Gehart, D. (2003). Socio-political adst or conversational patner?
Distinguishing the position of therapist in narvatiand collaborative therapies.
Family Process, 42), 19 - 29.

Morgan, A. (2000)What is narrative therapy: An easy to read introti

Morgan, M., & Coombes, L. (2001). Subjectivitiesdasilences, mother and woman:
Theorizing an experience of silence as a speakugjest. Feminism &
Psychology, 1), 361 - 375.

Myers, J., Beriner, L., Briere, J., Hendrix, T.,iReT., & Jenny, C. (2002 APSAC
Handbook on child maltreatmeritondon: Sage publications.

Neimeyer, R. (1999). Narrative strategies in gtlerapy.Constructivist psychology,
12(1), 65 - 85.

Neimeyer, R. (2000)Lessons of loss: A guide to copingeystone Heights: Psycho
Education Resources LTD.

Neistadt, M., & Baker, M. (1978). A programme fagxscounselling the physically
disabled American Journal of Occupation Therapy, 826 - 647.

Nikora, L., Karapu, R., Hickey, H., & Awekotuku, N2004). Disabled Maori and
disability support optionsHamilton: Waikato University and Ministry of Helal

O' Brien, R. (1998)An overview of the methodological approach of actiesearch
Retrieved 30/06/2006, 2006, from www.web.ca/~rabpapers/arfinal.html

Oliver, M. (1996).Understanding disability: From theory to practicBlew York: St
Martins Press.

Opie, A. (1992). Qualitative research appropriatadnthe "other" and empowerment.

Feminist Review, 48pring), 52 - 69.

191



Orchidson, R. (1997). Why | do what | dbulwich Centre Newsletter, Challenging
disabling practices: talking about issues of didi&i(4), 4 - 7.

Perlman, H. (197450cial caseworkChicago: The University of Chicago Press.

Raheim, S., White, C., Denborough, D., Waldegr&:eTamasese, K., Tuhaka, F., et al.
(2006).An invitation to narrative practitioners to addregsviledge and
dominanceRetrieved 15/07/06, from
http://www.dulwichcentre.com.au/privilege.htm

Ray, C., & West, J. (1984). Social, sexual and gk implications of paraplegia.
Paraplegia, 2275 - 86.

Reinharz, S. (1992F-eminist methods in social resear®tew York: Oxford University
Press.

Roberts, L., Francis, B., & Eastham, V. (1999).dver ableGecko 1999, ,155 - 68.

Sachdev, P. (1990). Whakama: culturally determineisliviour in New Zealand Maori.
Psycological Medicine, 2@133 - 444.

Schon, D. (1999)The reflective practitioner: How professional thimkaction London:
Ashgate Publishing LTD.

Sevenhuijsen, S. (1998 itizenship and the ethics of care: Feminist coasation on
justice, morality and politiciNew York: Routledge Publishers.

Smith, E., & Bodner, D. (1993). Sexual dysfunctiafter spinal cord injuryUrology
clinics of North America, 235 - 542.

Smith, 1. (1995). SCI and sexualifgehab Management(4, 83 -87.

Spica, M. (1989). Sexual counselling standardsttier spinal cord injuredlournal of
Neuroscience Nursing, 21), 56 - 60.

Summerville, P., & McKenna, K. (1998). Sexualityuedtion and counselling for
individuals with a spinal cord injury: Implicationf®r occupational therapy.
British Journal of Occupational Therapy, &), 275 - 279.

Sykes Wylie, M. (1994). Panning for golamily Therapy Networker, Nov/Ded0-48.

Tamasese, K., Waldegrave, C., Tuhaka, F., & Camhphel(1998). Furthering
conversation about partnerships of accountabiligfking about issues of
leadership, ethics and caBulwich Centre Journal: Some thoughtful
considerations in relation to working on issuewiofence and abuse, 4

Tremain, S. (2002). On the subject of impairment.M. Corker & T. Shakespeare
(Eds.), Disability / postmodernity: Embodying disabilityethry (pp. 32 -47).

London: Continuum.

192



Wah Yun, L., & Tunku Zubir, T. (2000). Sexual issus the disabled: Implications for
public health educatiorAsia-Pacific journal of public health, {3upplement),
S77 -s83.

Waldegrave, C. (1990). Social justice and familgrépy.Dulwich Centre Newsletter,
1(special issue), 1 - 47.

Waldegrave, C. (1998). The challenges of culturepsgchology and post modern
thinking. In M. Mc Goldrick (Ed.)Revisioning family therapy: race, culture and
gender in clinical practicépp. 404 - 413). New York: Guilford Press.

Weingarten, K. (2000). Witnessing wonder and héjaenily Process, 39), 389 - 402.

Weingarten, K. (2001). Making sense of illness atares: Braiding theory, practice and
the embodied life. IWorking with stories of women's livesdelaide: Dulwich
Centre Publications.

Weingarten, K. (2003)Common shock, witnessing violence every day: Howange
harmed, how we can hedlnited States of America: Dutton Press.

White, M. (1990).Narrative means to therapeutic endéew York: W.W. Norton and
Company Inc.

White, M. (1992). Deconstruction and therapy. In White & D. Epston (Eds.),
Experience, contradiction, narrative and imaginatifv/ol. 3, pp. 109 - 150).
Adelaide: Dulwich Centre Publication.

White, M. (1997). Saying hullo again: The incorgara of the lost relationship in the
resolution of grief. In M. White (Ed.)Selected PapersAdelaide: Dulwich
Centre Publications.

Winslade, J. (1994). The social construction ofalikty - some implications for
counselling Official Journal of the New Zealand AssocialtionGdunsellors, 16
(2), 44 - 54.

Winslade, J., Crocket, K., & Monk, G. (1997). Thertapeutic relationship. In G. Monk,
J. Winslade, K. Crocket & D. Epston (Eds\rrative therapy in practice: The
archaeology of hopgp. 53 - 81). San Francisco: Jossey-Bass Pubdishe

193
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Dear ....

The Auckland Spinal Rehabilitation Unit is looking at ways to improve and evaluate
their counselling services and your input in this process would be really
appreciated.

My name is Susan Sliedrecht and I have been working at the Spinal Unit, as a
counsellor, since March 2004. I have seen the important role that counselling can
offer patients and their families, but I am really interested to research where
improvements could be made.

I am currently studying towards my Masters in Counselling at the University of
Waikato, and this research forms part of that study.

The aim of this study is to co-research what you believe was helpful, what would
have been helpful for you and your whanau/family, in terms of counselling
/emotional support, when you were newly injured.

The interviews will be taped and should be no longer than 13 -2 hours. The
interview can be at the Spinal Unit, your home or a mutually agreed venue. Taxi
chits can be provided, if transport is a problem. Support people are welcome at the
inferview.

To give you more information about this research a detailed information sheet is
enclosed.

What is the next step? Please read the attached information carefully and
consider whether you would like to participate in this research. Sharon Hutchins
from the Spinal Unit will contact you in the next few weeks to find out if you are
interested.

Should you have any questions or concerns regarding the project, either now or in
future, please feel free to contact me: Tel: 09 2709004 or my supervisor Dr
Elmarie Kotzé at the University of Waikato Tel: (07) 856 2889 ext 7961

Kind Regards

Susan Sliedrecht
Counsellor : Auckland Spinal Rehabilitation Unit

195



DISTRICT

|COUNTIES MANUKAU -5

A Community Partnership

Research Information Sheet

Name of researcher: Susan Sliedrecht
Contact number: 09 270 9004

Date: 13' of September 2005

You are invited to participate in a study named:

Counselling Patients with a spinal Cord Injury

Aim of the Research

The purpose of this research is to reflect on thistiag counselling services offered at
the Auckland Spinal Rehabilitation Unit with théention of improving current services
offered. In particular | am keen to develop my guvactice in response to listening to
the stories of people who have experience livinghmm community with a spinal cord

injury.

A further aim is to share this research with othmfessionals working in the area of
rehabilitation.

In reflecting on my own practice | would like toigaa better understanding of what
topics or aspects patients could benefit from dising, in counselling, and the timing of
this. A focus for this study will be the first ygaost injury.

Some of the areas that | suspect are not beinguatkdy addressed, or the timing is
perhaps not right are body image, sexuality anef gmd loss issues. However, the aim
of the research is to get the relevant feedbaak tiee participants, the people who have

the experience in this area.
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Personal Details of Researcher Susan Sliedrecht

| have been working at the Auckland Spinal Rehtibn Unit for the past year as a
part time counsellor. Prior to that | counsellebladcents who had been sexually
abused. My initial training was in South Africa $ocial work and | hold a Master’s

degree in social work. | have lived in New Zealémdthe past 7 years.

I am currently studying at the University of Waikatompleting my Master’'s degree in
counselling. This research is done as part of tleigree. From a professional and
personal perspective | believe this research w#list me in enhancing the counselling

service provided at the unit.

| am currently registered with Aotearoa New Zeal&sdociation of Social Workers and
adhere to their code of ethics. In addition, Theiversity of Waikato requires all
counselling students to adhere to the New Zealasgbéiation of Counsellors code of

ethics.

Methodology

My intention is to interview four to seven peopl&avhave experienced living in the
community with a spinal cord injury. Participantewld be welcome to have family /

whanau or a friend with them during the interview.

These interviews will be audio taped and a verbatiamscript written up of the
interview. This transcript will then be given orgted back to you, the participant to
make any additional comments. These changes whikebe done telephonically or for
participants who are patients at the spinal urdtefto face. Commenting on the
transcripts provides further opportunity to addmfation, make additions or deletions.

The interviews will be approximately 1.5 hours loagd definitely not longer than 2
hours. Interviews will be at the Auckland Spinalitlor in a mutually agreeable venue.

Taxi chits can be organised if transport is a pobl

All patients, under the age of 65, who have besohdirged from the Auckland Spinal
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Unit from June 2002 to June 2004 and who live indheater Auckland area have been

sent the information pack.

Confidentiality

The written transcripts will use pseudonyms. Youynshoose what pseudonyms you
would like for your written transcript. The identiig details in the written transcript
would be age, ethnicity, level of injury and reasoninjury. The only other person who
may listen to the audiotape is my university suigenvDr Elmarie Kotze'. Her contact
details at the University of Waikato are: emaiinariek@waikato.ac.nand phone 07
856 2889 ext 7961.

Participation

Participation in this research project is voluntgByould you decide not to participate
this will not disadvantage you in receiving anytloé services currently offered at the
Auckland Spinal Rehabilitation Unit.

In order to ensure that participants are clear aldat they are agreeing to participate
in, a consent form will need to be signed or alékely if signing is difficult verbal
agreement would be recorded on the tape. This waoldfirm that participants

understand that:

. They can withdraw their permission to be recordeshg stage of the interview.

. Any portion of the interview may be erased at #guest of a participant.

. Prior to any of the information being used, papiaeits will receive a written
verbatim transcript for their approval.

. Participants will have up to 7 days to withdrawithepproval once they have

looked through their written transcript. No reasoegeds to be given for the
withdrawal of approval.

. The research will be written up as a research tegwt may also be used for
publication purposes
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Storage of Information

The tapes and transcripts will be stored in the ioa¢decords room at the Spinal
Rehabilitation Unit or in a lock up safe in my horoiice. At the completion of the
study the written transcripts and audio recordinga be returned to the participant

and/or shredded/destroyed. All other data will bptkor 10 years.

Results

A summary of the finding will be sent to all paipants. A copy of my thesis will be
kept in the library at the Auckland Spinal Unit.

Complaints procedure

. If you have any queries or concerns regarding ygints as a participant
in this study, you may wish to contact a health Bighbility Advocate,
telephone 0800555050 Northland to Franklin

. Alternatively should you, at any time in the resdarfeel that your trust
has been abused or your rights have not been tesipgau could contact
my University supervisor Dr Elmarie Kotze’ (07) 83889 ext 7961.

Other

In the unlikely event of a physical injury as auke®f your participation in this study,
you may be covered by ACC under the Injury PrewmntiRehabilitation and

Compensation Act. The ACC website isvww.acc.co.nz/claimscare/making-a-

claim/medicalmisadventure

Statement of Approval

This study has received ethical approval from:

= Northern X Ethics Committee
=  Waikato University
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DISTRICT

JCOUNTIES MANUKAU .~ 0

A Community Partnership

Consent Form

Name of study Counselling patients with Spinal Cord Injuries

| have read the information sheet datell 80June 2005 concerning this project and undedstan
the aim of the project. | have had the opportutetyise whanau support or a friend to help me
ask questions and understand the study. | havéhleaopportunity and sufficient time to discuss
this study. | am satisfied with the answers thaehaeen given.

I understand that | will be asked to comment ontwes helpful or would have been helpful, in
terms of counselling, when | was in rehabilitatitor my spinal cord injury. | have an
understanding of what this conversation will requaf me and | know what time this will
require. All my questions have been answered teatigfaction. | understand that | am free to

request further information at any stage.

| understand that the purpose of the research shdoe my experiences of what was helpful or
what | believe would have been helpful, in termgadinselling, when | was newly injured. The
purpose of this would be to improve current codirsglservices to patients with spinal cord
injury. | further understand that Susan Sliedrashtloing this research as her thesis for her
Masters qualification in counselling. | therefonederstand that the final research report will be
shared with other people. | understand that thdirigs may be written up for publication in

professional journals or used for education of ggefonals working in this area.

| agree to my interview being audio-taped but lenstand that my privacy will be protected and

confidence respected by the following precautiagiadpobserved.

. | can withdraw my permission to be recorded at stage — before during or after the
interview, and need not give any explanation.

. Any portion of the interview may be erased at nyuest.

. I will receive a written transcript of the interwethat Susan Sliedrecht wants to use for
research purposes. | can add, delete or alter artyop that written transcript. Once |
have seen the written transcript | can also chdoseithdraw my permission to be
involved and the tape will be erased and the writtanscript shredded.
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| understand that after | have read and acceptethamged the written transcript | will
have within 7 days to withdraw my consent. Afteddys Susan has my permission to
use the transcript in her thesis and to use thearek for publication purposes.

| understand that taking part in this study is wtéwmy. If | decide not to participate in
this research or to withdraw my participation, Idarstand that this will not
disadvantage me in receiving any of the servicesently offered at the Auckland
Spinal Unit, including counselling.

| understand that should the interview bring upiéssfor me that | would like to discuss
further with a counsellor, Gayle Saxton, the sowiatker at the Spinal Unit or Susan
Sliedrecht would be available to see me. | alscetstdnd that if | would like my doctor
to be made aware of any aspects of the interviewwa® would be willing to pass this
information on, with my permission.

| understand that the written transcripts or ptréeseof will form a part of the research
report and possibly publication.

| understand that the tape will be kept in a stédegand it will be erased when the work
for which it was recorded is completed, or returteethe, if that is my preference.

The tape recording of the interview will not beydd to anyone other than Susan’s research

supervisor Dr Elmarie Kotze’. The written transenyll use pseudonyms that | will select and

therefore not contain any names or identifying makelt may state my age, gender, level of

injury, reason for injury and ethnicity. If 1 wamrny of the above identifying details to be

removed | can request this.

In addition to the above | would like the followiaglditional precautions:

OR Verbal consent given on the audio recordings we
Full name of the researcher  Susan Beverleyi®laht
Contact telephone number: 09 270-9004

Project explained by...........ccooiiiii
Projectrole..........coviiiii

SIgNAatUNe... .o
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