DI SCOVERI NG HOPE FOR RECOVERY FROM A BRI Tl SH PERSPECTI VE -
A review of a sanple of recovery literature, inplications for
practice and systens change

Piers Allott, Mental Health Recovery Educator and Seni or Research Fell ow
Li nda Loganat han, Mental Health Recovery Educator and Research Assi stant
Centre for Community Mental Health, University of Central England in

Bi r m ngham

“But now | look back on it with a real sense of achievenment. It was a
24-carat crack-up and |I'm proud of the fact | got through it, rebuilt
mysel f, did ok as a journalist again, and went on to do what | do now. |
couldn't have done what |'ve done in this job w thout believing what |
believe very strongly, and being tough-m nded, focussed, nentally and

physically fit. | feel the breakdown and the recovery played a big part in
all that.”
Al astair Canpbell, the prime mnister's director of conmunications and

strategy in Sunday Ti mes Magazi ne, Sunday 6th January 2002

| NTRODUCTI ON

The concept of recovery and devel opnent of recovery orientated services and
practices are well advanced in other parts of the world and particularly in
a significant nunmber of states in the US and in New Zeal and. The concept
inthe UKis only just beginning to be recognised and is denonstrated, in
the last 12 nonths, through the significant number of conferences on the
subj ect .

G ven this, the principal author approached the Wst Mdlands Mental Health
Devel opmrent Teamwith a view to developing a British perspective on
recovery. A small amunt of funding support was provided to deliver three
pi eces of work;

a) to train as a nental health recovery educator and deliver one

mental health recovery training

b) produce a literature review and

c)complete a sanple of interviews with people in the West M dl ands

about their recovery experiences.

The principal author trained as a nmental health recovery educator with
MaryEl I en Copeland in the US in Novermber 2000 and delivered the first two
day Wellness Recovery Action Plan (WRAP) training in January 2001. This
training was so successful that it led to calls for ways of dissem nating
the information particularly fromservice users and fanmly nmenmbers and | ed
to the establishnent of the Recovery Network within the West M dlands. The
Recovery Network was | aunched at a two day ' Focus on Recovery' conference
in May 2001 and at the end of 2001 had nearly 200 nenbers. This paper is
the literature review and a sanple of interviews will be conpleted by Apri
2002.

In addition the principal author brought together an 'lInternationa
Conference on Recovery Research, Evaluation and relationship to Qutcones'
that was addressed by international 'experts by experience' and by training
in October 2001 that was focussed on Local |nplenentation Team Leads,
menbers of the national Expert Group on Qutcones and nenbers of the

Devel opment Team for the National Institute for Mental Health in England.

It is hoped that this paper will add to the swiftly devel oping interest and
knowl edge base on recovery in the West M dlands and the United Ki ngdom



BACKGROUND

Recovery from severe and persistent nental illness is a concept which has
ari sen out of the devel opi ng consci ousness of the rights of marginalized
and socially excluded people beginning with the civil rights novenment in

t he

1960's and 1970's. Recognition of the position of wonen and bl ack peopl e
in western societies led to a growi ng consci ousness and resulting
anti-discrimnatory |egislations which attenpt to redress the bal ance and
ensure protection of the rights of these groups. Devel opi ng consci ousness
wi thin groups of disabled people has had sinmilar outcomes in the 'Americans
with Disabilities Act' and the 'Disability Discrimnation Act' in the UK
However, people with diagnosed nental illnesses remain marginalized in the
UK as in many other countries. However, the slowly devel opi ng national and
i nternational service user novenents are beginning to raise a new

consci ousness of the possibility of recovery fromserious nental illness.
In the UK the Government has recently approved the main planks of its new
policies for nental health; Mdernising Mental Health Services, The

Nati onal Service Framework for Mental Health and the NHS Pl an that together
state a clear and conprehensive plan for nental health services that places
peopl e who use services and their famly menbers at the centre of service
pl anni ng, devel opnent and delivery. It demands service users and fanmly
menbers are involved as equal partners at every level, to ensure that new
services are responsive to needs. This will provide the frameworks within
whi ch recovery orientated services can be conceived, planned and

i mpl ement ed.

Hi storically, people with nental illness were not expected to recover.
Peopl e gi ven di agnoses of schi zophrenia were seen by nmental health
pr of essi ons as having a poor prognosis with the illness taking a uniformy

downwardly spiralling course. Em| Kraeplin at the beginning of the 20th
Century judged the outcone of 'schizophrenia' to be so poor that he naned
the 'disorder' "denentia praecox," or premature denentia. Negative
perceptions of severe and persistent mental illness have been maintained
for many years and, it could be argued, have contributed to the devel opnent
of stigm in western societies. This has influenced the public view of
peopl e di agnosed nentally ill as being 'unable to take control over their
own lives'. By inplication this neans that people diagnosed with 'nental
illnesses' are 'dangerous' resulting in often negative public and public
service responses.

Such negative expectations and experi ences have severely affected the |ives
of people who have nental health experiences and those who support them
their families and friends. Such negative expectations continue to exist
in the UK today and many of the people treated by psychiatry are placed in
a position of 'learned hel pl essness’ (Deegan, 1992) by the nental health
system wi t hi n which such negative beliefs and attitudes provide little or
no hope of recovery.

HOPE AND THE PGSSI Bl LI TY OF RECOVERY

It is as a result of the devel oping 'consuner' novenent in the United
States and other countries, such as Sweden, in the late 1970's and early
1980' s that pioneers anmong people who experienced nmental health problens,
and their resultant 'treatnment’ within the nental health system were able
to record their experiences. People like Judy Chanberlin, with the
publication of her book 'On Qur Om' (Chamberlin, 1978), led the way in
telling their stories.

Witings about recovery by people who have experienced nental distress have
grown significantly since the 1980's (Deegan, 1988; Leete, 1989) and have



mushrooned in the 1990's so that there is now a very significant literature
of witing by people with recovery experiences. In addition, professionals
have beconme interested in this rich literature and begun nore clearly to
identify the neaning of 'recovery' and seek ways in which this new
informati on can contribute to better and nore effective '"treatnent'.
However, much of the literature and research in this field has been carried
out by professionals in countries other than the UK (Davi dson, 1992; Toot h,
1997; Topor, 1998) and tends to be inaccessible, published in journals
difficult to obtain or papers that are unpublished.

Recovery is a concept that has been introduced by people who have recovered
fromnmental health experiences rather than one that the majority of nental
heal th professionals have conceived, believed and pronoted. Sonme persona
definitions of recovery include:

"Recovery is a process, a way of life, an attitude, and a way of
approaching the day's challenges. It is not a perfectly linear process. At
times our course is erratic and we falter, slide back, regroup and start
again . . . .The need is to neet the challenge of the disability and to re-
establish a new and val ued sense of integrity and purpose within and beyond
the limts of the disability; the aspiration is to live, work, and love in
a comunity in which one nmakes a significant contribution." (Deegan, 1988,
p. 15).

"Havi ng some hope is crucial to recovery; none of us would strive if we
believed it a futile effort . . .l believe that if we confront our
illnesses with courage and struggle with our synptons persistently, we can
overcome our handicaps to live independently, learn skills, and contribute
to society, the society that has traditionally abandoned us." (Leete,
1989).

The evidence of recovery fromsevere nental illness is not new as the
following table of results fromseven foll ow up studies of people diagnosed
wi th schi zophreni a denonstrates (Table 1 bel ow).

Table 1 Results from seven foll owup studies of patients with the diagnosis
schi zophr eni a.




32 68

35 49

Source: META Services, Inc. Arizona, 2000 - After Harding -
www. et aservi ces. conf Articl es/recovery. pdf

"These studi es have consistently found that half to two thirds of patients
significantly inproved or recovered including sone cohorts of very chronic
cases. The universal criteria had been defined as no current nedications,
working, relating well to famly and friends, integrated into conmunity and
behaving in such a way as to not be able to detect having ever been
hospitalised for any kind of psychiatric problem"”

(Hardi ng, 1994)

However, even given this evidence, the concept of recovery within the UK is
still very limted. The majority of people served by the nental health
systemin the UK are given little hope of recovery fromtheir experiences
when the staff who work with and support them have little if any know edge
about recovery or about ways in which recovery can be supported.

The concept of recovery within professional circles in the United States
becanme nore recognised followi ng the publication of 'Recovery from Mental
I'll ness: The guiding vision for the 1990s' in which WIIliam Ant hony

synt hesi sed the witings of people with experience of recovery in his
definition:

...a person with mental illness can recover even though the ill ness
is not "cured"... [Recovery] is a way of living a satisfying,
hopeful, and contributing life even with the limtations caused by
illness. Recovery involves the devel opment of new neani ng and
purpose in one's life as one grows beyond the catastrophic effects of
mental illness

(Ant hony, 1993)

Recovery has been described in many different ways as a process, an

outl ook, a vision, a guiding principle. Instead of focussing on
synpt omat ol ogy and relief from synptons, a recovery approach ains to
support an individual in their own personal devel opnent, building self-
esteem identity and finding a meaningful role in society. Recovery does
not necessarily mean restoration of full functioning w thout support,

i ncludi ng nmedication; it does nean devel opi ng appropriate supports and
copi ng nechanisms to be able to deal with nmental health experiences rather
than being given supports by nmental health services, traditionally known as
rehabilitation.

RECOVERY AS A NEW PARADI GM W THI N THE CONTEXT OF RESEARCH — THE NE PARADI GM
AND PREVAI LI NG KNOALEDGE

It is important to take a contextual view of recovery as a devel opi hg new
paradi gm Thomas Kuhn, a historian of science, offers insights about how
emergent know edge begins to challenge prevailing know edge within the
scientific field. (Kuhn, T. S 1970) |If a person diagnosed with a serious
ment al di sorder can recover w thout psychiatric intervention or using
unor t hodox met hods, fundanental assunptions of the necessity of treatnment
and services fromthe nental health field are challenged. A scientific
revolution is in the naking.



Paradi gm shifts are a necessary part of life. Things do change and we need
to adjust to change. Recovery research is mrroring the process of life
and our understanding of self. It nay appear to be fragnented and

uncoordi nated, but shares many comonalities with individuation

"There is no linear evolution; there is only a circumanbul ati on of
the self.'
(Jung, C.J. 1965)

The current stage of research into recovery fromserious nmental illness
Kuhn woul d describe as exploratory. Discoveries are random Somnetines
research is just 'puzzling'. As people begin to integrate new i nformtion,

research begins to establish itself as '"normal' and is part of a

'coordi nated and coherent view and is ainmed at fine-tuning the ingredients
of effective and accepted practice.' (Knight 2000:8) This nmay take many
years and is often an arduous process. Kuhn argues that there is no way to
measure 'progress' in research. Real progress, the paradigmshifts are
totally revolutionary.

It usually takes a long tine to effect a paradigm shift, often about 20
years. Different phenonena are seen as inportant to explain, making it

i npossi ble to objectively deternm ne which one is better

CHRONI CI TY AND SERI OQUS MENTAL DI SORDER

Topor (2000) exani nes the questioned paradox. |If a chronic illness is
expected to have a long life span, usually extending to the whole of a
persons lifetime, recovery presents a challenge to the idea of chronicity
in relation to schizophrenia and other serious nental disorders.

' The i mage of the schizophrenic as someone qualitatively different
from ot her people, occurs in diverse psychiatric traditions and
underscores the notion that the total breakdown of the ego is the
forenost reason for chronicity.'

(Topor 2000)

In addition the term'chronically ill' is attached to people whose
ill nesses have been long-termill and | ong-stay patients in psychiatric
hospi t al s.

Being admitted to a hospital for psychiatric treatment was for a long tine
a simple criterion of chronicity. Problens occur where in recent years it
has becone possible to offer treatnent, care and support through crisis
resolution and hone treatnment teans in peoples natural conmunities that is
as effective or better than hospitalisation. Definitions of chronicity

remai n attached to people with diagnoses of serious nmental illness despite
contrary evidence. Wth deinstitutionalisation and the closure of
psychiatric hospitals, functional disability replaced chronic illness as a

new criterion.

' The cause of chronicity, which has | ong been sought
wi thin the individual (biological or psychol ogical
characteristics) is not inherent in the illness itself,
a part of the natural order, but rather is clearly connected
with the person's life in society.'

(Topor 2000)

Stigmatisation ensures that people whom psychiatry defines as chronic
assume psychiatry's definition of thenselves thus creating a self
fulfilling prophecy (Becker, H'S, 1963). The |abel of chronicity produces
behavi our expected of chronically nentally ill people. Extrene
environnental stressors nmay produce synptons sinmilar to those associ ated
with mental illness. (Bettelheim 1943) The chronic course of devel opnent



in the condition is not inherent in the illness, but as a result of the
lifestyle of the patient. Thus the biography beconmes the biol ogy.

RECOVERY - PROCESS OR GOAL?

Definitions of recovery within the literature and the consumer novenent in
the USA have broadened our understandi ng of the concept of recovery. At
its sinplest recovery can be defined as 'a subjective experience of having
regai ned control over one's life.' (Knight 2000) The achi evenents of
those who have recovered enbrace hope, enpowernment and social connectedness

Schi zophrenia is generally thought of as a chronic illness and it would
therefore constitute a contradiction in ternms to find a higher percentage
of di agnosed people who have recovered. However, it has been clearly
denmonstrated that nearly 50-70% of people with a diagnosis of schizophrenia
do recover but rather than sinmply a condition or state, recovery is nore,

it is:

"a process of a new self inmge, an ego that is not

conpl etely subjected to the illness, an ego that
means that the patient is not entirely helpless in
relation to the illness.'

(Strauss et al, 1987)

This ego is not restored to a state prior to the illness. |In the active
role of recovery the goal is not nornalisation but:

"a way of living a satisfying hopeful and contributing
life, even within the limtations caused by the illness.'
(Ant hony 1993)

Wth an enphasis on the subjectivity and psychol ogi cal aspects of recovery,
there is a danger that 'the recovery process becones as long-lived as
chronicity.' (Topor 2000:43) In aimng to provide a singular consumer
definition of recovery from schi zophrenia, which proved inpossible, many
peopl e nmai ntai ned that they considered thenselves to be just 'getting on
with their lives'. (Tooth et al, 1997)

RECOVERY THEMES

A service user-run business in Chio was asked by a county nental health
board to devel op and i npl enent an evaluation strategy to identify strengths
and weaknesses in the county nmental health system These service users
agreed that recovery was inportant, and generated a list of indicators, as
wel | as ways professionals could be evaluated based on their inmpact on the
recovery process - both positive and negative. These indicators, used in a
pilot study in Chio and in Maine with service users/survivors who had been
admitted to the state institution at | east once in the | ast seven years,
were rated fromnost inportant to least inportant simlarly by both groups.
(Ral ph, Lanbric, & Steele, 1996; Ral ph & Lambert, 1996) Chi o consuners
rated the indicators in this order. The top four were the sane top four
rated by Mine consuners:

The ability to have hope

Trusting ny own thoughts

Enj oyi ng the environnment

Feeling alert and alive

I ncreased self esteem

Knowi ng | have a tonorrow

Working with and relating to others
I ncreased spirituality

NGOk wWNE



9. Having a job
10. Having the ability to work

Ri dgeway (2001) anal ysed four early consuner recovery narratives (Lovejoy,
1984; Deegan, 1988; Leete, 1989; Unzicker, 1989) with a constant
conparative nethod to find common thenes. These thenmes are as foll ows:

1. Recovery is the reawakeni ng of hope after despair.

2. Recovery is breaking through denial and achieving understandi ng and

3. acceptance.

4. Recovery is moving fromw thdrawal to engagenent and active

5. participation in life.

6. Recovery is active coping rather than passive adjustnent.

7. Recovery nmeans no |longer view ng oneself primarily as a nental pati ent
and reclaimng a positive sense of self.

8. Recovery is a journey fromalienation to purpose.

9. Recovery is a conplex journey.

10. Recovery is not acconplished alone - it involves support and

partnership.

In a review of recovery literature, Ral ph (2000) identified four dinmensions
of recovery found in personal accounts. These are:

1. internal factors - those factors which are within the consuner,

2. himherself such as the awakening, insight, and determ nation it
takes to recover;

3. self-managed care, an extension of the internal factors where
consuners descri be how they manage their own nental health and how
they cope with the difficulties and barriers they face;

4. external factors which include interconnectedness with others, the
supports provided by famly, friends, and professionals, and having
peopl e who believe that they can cope with and recover fromtheir
mental illness; and

5. enmpowernment - a conbination of internal and external factors -
wherethe internal strength is combined with interconnectedness to
provi de the self-help, advocacy, and caring about what happens to
oursel ves and to others.

RECOVERY FROM SERI QUS PSYCHI ATRI C | LLNESS, | NCLUDI NG SCHI ZOPHRENI A

Tooth et al (1997), using Personal Construct Theory, exam ned recovery from
schi zophrenia froma consuner perspective. Longitudinal studies reviewed
by Harding et al found a recovery or significant inprovenent rate of

bet ween 46 -68% of patients with schizophrenia (Harding et al 1987).

Hardi ng et al. have identified ways of separating out the residual effects
of the disorder fromthe effects due to institutionalisation and ot her
associated factors. MGory (1992) and Anthony (1993) also identify stigms,
restricted choices,| ow self-expectation as factors contributing to
chronicity in people with serious nental ill ness.

The Tooth et al (1997) study was designed to answer the follow ng
questions: -

1. What factors do consurmers who identify thenmselves as recovered from
schi zophreni a consi der the nmost inportant in their recovery?

2. What factors are reported nost frequently?

3. What factors identified by the consunmer group are simlar to those
identified in the outcone literature?

4, What factors identified by the consumer group are different to those

identified in the outcone literature?
5. What do consuners define as recovery from schi zophreni a?



Si xty participants were screened for a previous diagnosis of schizophrenia
and were recruited through advertisenments in |ocal newspapers, through
hospital s and consuner groups. Participants had to be self identified as
recovered from schi zophrenia. Fifty-seven men and wonen between the ages
of

20 and 65 participated in the research. Using individual interviews and
focus groups, participants were asked to identify what they considered the
nmost inmportant factors in their journey of recovery and what was hel pful
The results were then systematically anal ysed. Eight categories were
identified as follows:

1. The process of coming to ternms with the disorder

2. Activities that were hel pful

3. Envi ronmental factors

4, Medi cati on

5. Aspects of thenselves that were hel pful

6. Their network

7. Hospi talisation

8. Factors which did not facilitate recovery

The role of self was the nost frequently reported thene, with the person's
determ nation to get better and nmanage their ill ness. Accepting the
illness, identifying the crisis response and working with their ability to
recover fromthe illness energed as significant themes. Participants
identified the inmportance of their social network and having friends who
affirmed them and their experiences regardless of the illness. Taking

action, facing problenms and making choices are consistent with the notion
of '"internalised personal agency' (Tommin Tooth et al 1997:53) Over tine
in the struggle to recover, participants had externalised the problem of
schi zophreni a and noved beyond the limtations of the illness.

From responses in focus groups, 53% of participants naned optin sm and hope
for recovery as significant. An equal nunber reported stigma as a negative
aspect. Forty-nine percent identified the inportance of spirituality in
their recovery and a majority of participants identified a turning point in
their journey of recovery.

Topor et al (1997) have made an in-depth study of 'turning points' on the
journey of recovery from serious psychiatric illness. In selecting
participants, only people are included who had an absence of adnission into
institutional care for a period of at least two years prior to the
interview. Although at the tine of the interview sonme participants were in
touch with psychiatry, individuals were living a "normal life' in society.
Fi ve persons were interviewed using a sem -structured interview guide, two
worren and three nen between the ages of 32 and 51 years. Three had

recei ved a di agnosis of schizophrenia and two were di agnosed for
personality disorders and affective psychosis. Two of the informants can
be consi dered as recovered and three as socially recovered. Warner (1994)

di stingui shes between 'social recovery' and conplete recovery. Social
recovery inplies that the fornmer patient functions socially, but may stil

di splay some clinical signs of disorder such as hearing voices or having
certain paranoid delusions. Recovery is regarded as a process (Deegan,
1988) and the fornmer patient may still pay regular visits to psychiatric
outpatient care for nedication and/or therapy. Conplete recovery inplies
that the fornmer patient no | onger displays any psychotic synptons and has
returned to the pre-illness |evel of functioning. (Warner, 1994) The

anal ysis of the transcripts used grounded theory nethodology. One thene in
particular - 'turning points' energed as dom nant in the five narratives.



The results which emerge fromthis study go in some way to address the

i ssue of recovery and chronicity. A 'turning point' and 'the upward
journey is not a straightforward |inear process' (Topor 1997:15) The
breakdown and hitting bottominvolves a descent to a place which 'is
characterized by feelings of inpotence and the | oss of a sense of identity
(Topor 1997:8) The facade that had covered over the enptiness has
col l apsed. The qualities/characteristics of being in that place at rock
bottom i nvol ve hopel essness and a gulf between the role and the individual
whi ch can nol onger be bridged.

'l saw everything as conpletely hopeless |I didn't have much faith

that |

could ever conme out of it as a whole person ... but | didn't have any
choice either ...Stopping therapy and going back to the way it was
before wasn't a real option for ne ... so | felt like, all | could do
was follow through ... to the bitter end. (M

(Cited in Topor et al, 1997:10)

At the '"turning point', a number of factors stand out as playing a crucial
role. These may take the formof a fortuitous external event or a persona
decision. Ovten the commpn agent of change is a 'significant other' or
'good persons'. These may be friends, relatives, treatnment staff, a
particular nedicine, a pet or God. These catalysing events come together
in the formof an unexpected change in circunstances that force the

i ndi vidual to make a deci sion

"I think it was finally getting the right nedication that enabled ne
to find ny way out of this. It helped ne to start doing things for
nysel f. Because | didn't feel suffocated by the nedication, it
didn't rob ne of ny energy .... | didn't have to be injected, I could
take it nyself. | was the master over ny own nedication.'

(Cited in Topor 1997:12)

The nost significant el ement of a 'turning point', which need not be
dramatic, is a change in how individuals perceive thenselves in relation to
their synmptoms and condition and their own lives. The goal of regaining
one's sense of self is often a slow process and can take a long tine. In
mai nt ai ni ng the journey of recovery, people enphasise the role their own
will, their own efforts, play. Oher people are 'conveyors of hope and
acceptance'. \en they are professionals, they do sonmething nore or
something different than their professional role requires of them They
break the rules to forma reciprocal relationship. Coincidences play an
important role in recovery. It is a journey that cannot be planned, is
hi ghly individual and connected to the individual's particular life

hi story.

RECOVERY SKI LLS AND SELF CARE STRATEG ES

Research carried out anongst those who live with psychosis without
psychiatry reveals that in general self-help begins |ong before help from
others and to a large extent remains effectively independent of it. (Bock
1999) It is not about coping nechanisns in the sense of generalised
techni ques, but about strategi es devel oped within the context of the
i ndi vi dual ' s conpl ex bi ography/narrative.

' fromlooking carefully at the biographies it is quite clear
that self-help is an i mmensely conplex and very individual process
and that the individual protective nechanisns change character in the
course of tine.'
(Bock 1999: 286)



Bock conducted in-depth interviews with 34 people who had persistent and
recurring psychotic experiences. The group subdivides into those who
previ ously had no experience of psychiatry and those who had experience of
psychiatry or only occasional contact. Using a grounded theory approach
the work seeks to give the psychotic experience an ant hropol ogi ca
perspective. Grasping energing points is like '"a collage'.

"Psychotic experience is recognised as a form of journey of
contradiction and social conprom se, an anbivalent condition, at the
same tinme inconpatibility, finally an illness which contains the seed
of health init.’

(Bock 1999: 15-16)

This experience is not an illness, but may be an existential crisis
provi ding the opportunity or even the function of enconpassing a new inner
bal ance. In the process, changes or alterations will be experienced as

unburdening or even a loss, but are at the same tinme sonetinmes also an
expression of erecting a new identity.

Many of the skills required to manage their own lives and their enotiona

di stress can be acquired once people begin to believe in their own capacity
to recover, to develop self belief. Self-mnaged care nmay i nclude a range
of strategies, including holistic renmedies, spirituality, physica

exercise, creativity and medication. Medication may be a voluntary too
anong many used in a personally inforned way to assist recovery. The
principles of individual choice and self-determ nation are central to an
under st andi ng of what hel ps peopl e recover

"I"'mon lithiumand |I should be com ng off it next month. [I'mtrying
togoit alone ... My doctor's agreed to let me try it. | lived
without it for 35 years. Wy should | accept the fact that | have to
take lithiumfor the rest of ny life?

(Canpbel | & Schrai ber 1989)

Bock speaks of 'pragmatic defence mechani sns' that help people cope. These
may i nclude snoking, play, work or the absence of work, a reduction in
stimulation, meditation and creativity. Journaling or keeping a diary may
be hel pful in making life connections and honouring feelings (Reeves 2000).
Creativity helps with expressing feeling, relaxing and bei ng absorbed.
Musi c, pets, gardening and wal king in nature also assist recovery
(Strategies for Living 2000). Spirituality often plays a role in recovery
by providing a neaning or purpose to life, a reason for living, peace and
confort. Recovery itself is a '"spiritual journey - a matter of the heart
(Deegan 1996)

In addition to lifestyle changes, there are many internal changes in
awar eness of the self that assist recovery. Sel f -accept ance, accepting
one's own humanity and the attai nnment of peace, play an inportant role.
(Bock 1999)

"l have to be kinder to nyself and not expect miracles. | knowits
about a process of devel opnent which requires tinme, that every

devel opnent has its downside and that | have to learn to live with
it.'

CAN VWE MEASURE RECOVERY?

Since the experience of recovery frommental disorder is such a uniquely



personal and diverse experience we need to approach its measurenment wth
great caution. \Who has the right to define recovery as applied to one

i ndi vi dual person? \What one person may consider to be recovery nmay not be
acceptable to another. The central issue is recognising the inportance of
the subjective experience of the person rather than applying externa

prof essi onal or societal expectations of recovery to any individual except
when behavi our becones danaging to the individual or society.

Recovery is closely related to the concept of enpowernment that grew out of

the consumer novenents particularly in the USA and Europe . Research
studies are few, although sone of the research on self-help touches on
empowerment. It is a combination of self-determination to gain contro

over one's life, the creation of an environnent in which this can happen
and the building of services and policies which support enpowernent.

The Wel | -Being Project (Canpbell & Schraiber 1989), a |andmark effort
conducted by mental health consuners, is a nulti-faceted study to define
and explore factors pronoting or deterring the well-being of persons

di agnosed with nental illness in California. Using quantitative survey
research, focus groups and oral histories, the research found that nearly
60% of the clients surveyed indicated that they could always, or nost of
the time, recognise signs or synptons that they are having psychol ogi ca
probl ens. The npbst favoured copi ng and hel p-seeki ng strategies were:

to wite down thought or talk the problem out (50%
eat (52%

call or see friends (52%

relax, neditate, take walks or a hot bath (54%

call or go to see a nental health professional (62%

Attenpts to neasure recovery are fairly recent and not yet well devel oped
in terms of the exploration of thenes and concepts of recovery. Sone
research and recovery nodels focus nore on outcones, others on recovery as
a process. There is an inherent dilemm/contradiction in attenpting to
quantify and categorise coping mechani snms whilst at the same tine
recogni si ng that:

"What in one period of life may be hel pful or is at |east necessary,
can becone a hindrance/ obst acl e’
(Bock 1999)

However, now that 'Recovery Practices' are becomng policy in devel oping
service systens in a significant nunber of states in the US and nationally
in New Zeal and www. mhc. govt.nz, the need to neasure the effectiveness of
these systens and practices requires sone nmeans of measuring recovery.
Therefore, attenpts are being made to develop instrunentation to achieve
this and in Ohio in the US, they have built recovery outcones into their
systens wi de outcomes measurenent system A Conpendi um of nineteen
Recovery and Recovery-Rel ated Instruments has been brought together under
the title 'Can W Measure Recovery? by Ral ph et. A (2000). The follow ng
i nstrunents are three that have been devel oped and further instruments are
currently in devel opnent.

Recovery Attitudes Questionnaire devel oped by a team of nental health
consuners, professionals and researchers in Chio, USA identified that:

'"recovery i s possible and needs faith and recovery is difficult and
di ffers anong peopl e’
(Ral ph et al 2000: 8)



Per sonal Vision of Recovery Questionnaire (PVRQ (Ensfield, Steffen, Borkin,
& Schafer, 1998) was designed to nmeasure consuners' belief about their own
recovery. This was devel oped by a team of consumer and professiona
researchers. Analysis revealed the five main factors of recovery to be:

support

personal chall enges
prof essi onal assi stance
action and hel p-seeki ng
affirmation

SAER N

Maki ng Deci si ons Enpowernent Scal e (Ral ph et al 2000) devel oped by a group
of consumers with consultant researchers revealed five factors relating to
enpower nent and recovery:

sel f efficacy/self-esteem

power - powerlessness

comunity activism

ri ght eous anger

optim sm control over the future

OrwONE

O her measurenent instrunents concluded that quality of life and

i ndependent social functioning are nost likely to be related to persona
enpower nent whil e organi sational enpowernent is nore related to invol venent
in work, both paid and vol unteer

The Recovery Advisory Group (ww. nmhsip.org/recovery)Mdel of Recovery
focuses both on external influences of recovery and the internal

i ndi vi dual recovery process. It is a reflection of consuner survivor
publ i shed and unpublished literature and the personal experiences of
menbers of the Advisory Group. It recognises that the achi evenent of well -

bei ng or whol eness is not |linear but is a process of stages that go toward
wel | -being. These stages are:

Angui sh,

Awakeni ng,

I nsi ght,

Action Plan,

Det ernmi ned Commitnent to becone well
Wl | - bei ng/ Enpower nent

Al'l stages may not be experienced by everyone, nor does a person conplete
one stage before going to another. Recovery is viewed as both internal and
external. Internal aspects of recovery include: cognitive, enotional
spiritual and physical. The external dinmensions consist of a person's
action and reaction to external influences or interactions w th people and
situations as they nove across, round and through stages of recovery. The
internal journey continues within the context of the external world and its
i nfl uences.

Recovery is unique to each individual and therefore it is essential to
remenber this when attenpting to neasure people's experiences. The
centrality of experience is so inmportant that involving people with sinlar
experiences is essential to informed data collection and instrument

devel opnent.

I MPLI CATI ONS FOR PRACTI CE AND POLI CY

Research has shown that for the majority of people, relationships with



prof essionals and nental health service delivery is key to recovery. \here
this is positive, it allows the devel opnent of people's dreans and goals
for recovery.

"It came through that she wasn't just in it for the noney or you know
she wasn't up herself, |I'mthe psychiatrist, you' re the patient sort
of thing. She treated ne like an equal person and just, | always saw
her true person com ng through sort of thing.

(Tooth et al. 1997)

Deegan (1996) and d over (1999) both enphasise the inportance of hope
This requires nental health professionals to appreciate:

"the deep existential struggle that the person in despair is living
through.' (Deegan 1996)

Bar ker, a professor of psychiatric nursing, with experience as a

psychi atric nurse and acadeni c, has devel oped a conceptual nodel for the
devel opnent of acute services entitled ' The Tidal Mdel. (Cowan 1999: 18)
The person is the story and their environment is likened to the ocean. It
may be calmor stormy. There may be rocks or |ighthouses. The purpose of
professional intervention is to help the person concerned to understand
their own story and to assist the person to change the direction the story
i s taking.

Sal eeby (1992), a social worker, devel oped an Ecol ogy Mddel, drawn fromthe
bi ol ogi cal sciences, enphasising the need for a healthy environnment for
organisns to develop well. This was further devel oped at Kansas University
and is variously known as the Kansas or Strengths Mddel (Rapp 1998). It
demands from nmental health workers a conceptual |eap to stop assessing for
and identifying problens, deficits, sickness or being unwell.

"It demands that the created environnments for people with severe and
persistent nental illness are overtly enabling rather than

entrappi ng.'

(Cowan 1999)

Changi ng nental health services will require that they be founded on
'recovery based conpetences' (New Zeal and Mental Heal th Commi ssion 2000 -
They woul d not be an add-on to current training, but would require a
fundanmental change in training. 1In New Zealand a |ist of conpetencies has
been devel oped by service users drawi ng on a range of information sources.
They focus anpbng ot hers on understandi ng recovery principles and
experiences, equality and social inclusion, recognising self-deternination
acknow edgi ng and supporting the service user novenent and family support.

In addition to the training of professionals, gaps in service provision
have been identified in the UK These include nore easily accessible
services in a crisis, particularly out of office hours and enmergency care
overni ght, nore tal ki ng and conpl enentary therapi es and a greater awareness
of the diverse needs of people frommnority ethnic communities (Mental
Heal t h Foundati on, 2000).

Weaver (1998) states:
"As a provider here's what you mght need to think in order to assist a
consumer with recovery:

I will stop trying to control the consuner's life

My professional success is based on the consuner's recovery progress
I listen to, believe, and val ue what the consuner says

I will not treat a consuner any different than anyone el se

I have in-depth know edge about and synpathy for the consunmer's

agkwbdE



disability

6. I will not allow a consunmer to become overly dependent upon me

7. I can give a consuner hope or hel plessness - it is ny choice

8. | see potential in the consuner

9. | serve as a "coach" not as an authoritative nental health
pr of essi onal

10. | will not become di scouraged when a consunmer fails or rejected when
a consuner succeeds

11. | will take care of my whole being - dealing truthfully and

realistically with the spiritual nental, enotional, and physica
aspects of nmy life."

The consuner group in Ohio nentioned earlier developed a set of statenents
to rate the inmpact of mental health professionals on their recovery. 1In a
pilot study, clients in the nental health systemrated these fromnmost to

| east inpact like this.

Encourage ny independent thinking

Treat ne in a way that hel ps ny recovery process

Treat ne as an equal in planning ny services

G ve ne freedomto make nmy own ni st akes

Treat nme like they believe | can shape ny own future
Listen to nme and believe what | say

Look at and recognize ny abilities

Wrk with me to find the resources or services | need

Are available to talk to me when | need to talk to soneone
0. Teach ne about the nedications | am taking.

BOoNoOrwd R

Key issues identified in consumer personal accounts are validations of

t hese, for exanple, encouragenent, belief in abilities, enpowernent (e.g.
treating as equal in planning for and delivery of services), listening and
bel i eving, and free choi ce.

| MPLEMENTI NG RECOVERY ORI ENTED PRACTI CE

There are a nunber of devel opi ng approaches to inplenenting recovery
oriented practice with the largest scale inmplenmentation being the Chio
Consumer Qutcones Initiative

(wwv. mh. state. oh.us/initiatives/outcones/outcones. html) in which they

have built recovery into their information technol ogy based outcones system
that functions fromindividual case managerment and enabl es the aggregation
of information at a state |evel

Per haps the fastest grow ng individual approach to nmental health recovery
is the self-managenent franmework devel oped by Mary Ell en Copeland in
Vermont, USA (ww. nment al heal t hrecovery. com. The Well ness Recovery Action
Plan (WRAP) is a sinple yet powerful self-help system based on increasing
awar eness, inmproving self-care and strengthening supports. The following is
a brief outline of the framework:

Fi ve foundati ons of recovery

Hope, Personal Responsibility, Education, Self-Advocacy, and, Devel oping &
Mai nt ai ni ng a Support System

Vel | ness Tool s

Activities, routines, thoughts & behaviours that maxim se wellness and

m ni m se synptoms i nclude: reaching out for support, peer counselling,

mai ntai ni ng an ongoi ng di al ogue with health and social care professionals,
pl anni ng the day, stress reduction and rel axation techni ques, focusing
exerci ses, diversionary activities & fun, journaling, exercise, sleep
bei ng outside, increasing or decreasing stimulation, and the act of



stopping to analyse the situation to nmake a thoughtful decision on howto
proceed.

Witing a Plan

Witing a plan nust be entirely under the control of the individual who
plans to use it, when they are well or feeling alright and with help from
their supporters if they wish. Mental health staff, famly nenbers and
friends can provide support, feedback and encouragenent. The process can
be | engthy and nust be done at the individual's own pace.

Sections of the Plan

1. Dai |y Maintenance -- \Wat | do each day, when | amfeeling well.
2. Triggers - VWat are ny triggers & what is nmy response to each one.
3. Early Warning Signs - What are early warning signs for me, and what

is ny action plan for each one.

4, When Thi ngs are Breaking Down - How do | know? Breaki ng down I|i st

and responses / action plan.

5. Crisis Plan - How to know when | amwell, crisis synptons,

supporters phone list, medications, treatnents, treatnment facilities &
respite care, supporters' roles, what to do if | ama danger to nyself or
others, and how to know when nmy supporters no |longer need to use this plan

Sel f - managenent of nmental health issues and well ness are an essenti al
conmponent of recovery-oriented services.

"Patients can only be fully involved in their treatnent if they have
the requisite know edge and skills. And if the health professionals
who treat themrecognise those skills and know edge, working in
partnership to devise and inplenment individual pathways of care."
Depart nent of Health (Septenber 2001)

Sel f - managenent began in the 1970's for people with chronic physica
conditions in the US but not until the late 1980's and early 1990's with
regard to people who experience nental health problens. Devel opment and
eval uation of self-managenent is in its early stages in the UK where it has
arisen out of the July 1999 White Paper, Saving Lives: Qur Healthier Nation
and the NHS Plan in July 2000 that set out the Governnents vision for a
new, nore patient-centred NHS and confirnmed a comm tnment to hel p people
with long-termconditions maintain their health and i nprove their quality
of life through an Expert Patients Progranmme.

There are a nunber of self-mnagenent information resources and tools now
available in the UK that include: Wellness Recovery Action Planning, the
Mani ¢ Depression Fell owship Sel f-Managenent Training Progranme and

sel f - managenent books and resources for people who hear voices and self
harm (Worki ng with Voices and Working with Sel f-harm Handsell Publishing).
There are al so a nunmber of devel oping service-user run crisis and recovery
support services that operate in 'recovery' oriented ways that recognise
the i mportance of self-mnagenent (e.g. CHANGE see

www. ment al heal t hrecovery. org. uk ).

The authors believe fromtheir know edge of the research outlined in this
paper and el sewhere, on recovery from'nmental disorder', that if our
services recogni se the inportance of self-managenment as an adjunct to other
ment al heal th treatnment approaches, and provide hope for recovery to its
service users, then the effectiveness of services will be significantly

i ncreased.

"The chal l enge for the NHS, working in partnership with patient

organi sati ons and other governnental departnents... is to bring about
a fundanental shift in the way in which chronic diseases and | ong-
termconditions are managed - a shift which will enpower and liberate

patients to play a central role in decisions about their illness."



The Expert Patient - A new approach to Chronic D sease Managenent.
Department of Health, Septenber 2001

CONCLUSI ON

It is clear that the recovery movenent being | ed by people with experiences
of nental disorder and their famly nmenbers can nmake a very positive
contribution to the effectiveness of the services being delivered. It
therefore highlights the need for the investnment of resources to carry out
research into what hel ps people's recovery frommental disorder, including
sel f-managenent, in order to begin delivering the nost effective recovery
oriented services as part of the devel opment of services within the current
policies being inplemented nationally in England.

However, the innate tension that exists within the concept of recovery from

mental disorder is not easily resolved. It is both a process and an
outcone, it may be nmeasurable and it is inmeasurable. The research
revi ewed denonstrates the paradox. It will take tinme and patience, am dst

the confusion, to persevere with research into recovery and learn fromthe
personal know edge gai ned through the uniqueness of peoples own struggles
with their experiences and discoveries of effective coping mechani sms and
strategies for wellness. W should take confort in know ng that energent
paradi gns are always like this. For our service systens we must recognise
t hat :

"Recovery requires the right atnmosphere or organizational climate in
your mental health organization - one that is sensitive to consuners,

and val ues i ndependence of the individual. It allows consuners to
risk, to fail. It holds that every consuner has a right to the sane
pl easures, passions, and pursuits of happiness that we have. It

| ooks at potential, not deficits."
Weaver (1998)
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