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Recovery has only recently become aword used in relation to the experience of psychiatric
symptoms. Those of uswho experience psychiatric symptoms are commonly told that these
symptoms are incurable, that we will have to live with them for the rest of our lives, that the
medications, if they (hedlth care professonds) can find the right ones or the right combination,
may help, and that we will dways have to take the medications. Many of us have even been told
that these symptoms will worsen aswe get older. Nothing about recovery was ever mentioned.
Nothing about hope. Nothing about anything we can do to help ourselves. Nothing about

empowerment. Nothing about wellness.

Mary Ellen Copeland says:

When | wasfirgt diagnosed with manic depression a the age of 37, | wastold that if |
just kept taking these pills--pills that | would need to teke for the rest of my life--1
would be OK. So | did just that. And | was“OK” for about 10 years until a stomach
virus caused severe lithium toxicity. After that | could no longer take the medication.

During the time | was taking the medication | could have been learning how to manage



my moods. | could have been learning that relaxation and stress reduction techniques
and fun activities can help reduce the symptoms. | could have been learning thet |
would probably fed alot better if my life wasn't so hectic and chaotic, if | wasn't living
with an abusive husband, if | spent more time with people who affirmed and vaidated
me, and that support from other people who have experienced these symptoms helps a
lot. | was never told that | could learn how to relieve, reduce and even get rid of
troubling fedings and perceptions. Perhapsif | had learned these things and had been
exposed to others who where working their way through these kinds of symptoms; |
would not have spent weeks, months and years experiencing extreme psychotic mood

swings while doctors searched diligently to find effective medications.

Now the times have changed. Those of us who have experienced these symptoms are sharing
information and learning from each other that these symptoms do not have to mean that we must
give up our dreams and our gods, and that they don’t have to go on forever. We have learned
that we are in charge of our own lives and can go forward and do whatever it is we want to do.
People who have experienced even the most severe psychiatric symptoms are doctors of al
kinds, lawyers, teachers, accountants, advocates, socid workers. We are successtully
establishing and maintaining intimate relaionships. We are good parents. We have warm
relationships with our partners, parents, siblings, friends and colleagues. We are climbing
mountains, planting gardens, painting pictures, writing books, making quilts, and cregting
pogitive change in the world. And it is only with this vison and belief for dl people that we can

bring hope for everyone.



Support from Health Care Professonals

Sometimes our hedth care professonas are rluctant to assst usin this journey--afraid that we
are setting ourselves up for falure. But more and more of them are providing us with vauable
assistance and support as we make our way out of the system and back to the life we want.
Recently | (Mary Ellen) spent afull day vigting with hedlth care professonds of dl kindsat a
magor regional menta health center. It was exciting to hear over and over the word recovery.
They were talking about educating the people they work with, about providing temporary
assstance and support for aslong asis necessary during the hard times, about working with
people to take responghility for their own wellness, to explore with them the many options
avallable to address their symptoms and issues and then send them on their way, back to their

loved ones and into the community.

A word that these dedicated hedlth care professionas used over and over again was
“normdize’. They aretrying to see for themsdves, and help the people they work with to see
these symptoms on a continuum of the norm rather than an aberration--that these are symptoms
that everyone experiences in some form or other. That when, either from physica causes or
dressin our lives, they become so severe that they are intolerable, we can work together to
find ways to reduce and rlieve them. They are taking about less traumatic waysto ded with

crises where symptoms become frightening and dangerous. They are talking about respite



centers, guest homes and supportive assistance so a person can work through these hard times

a home and in the community rather than in the frightening scenario of a psychiatric hospitd.

What arethekey facets of arecovery scenario?

1. Thereishope. A vison of hopethat includesnolimits That even when someone saysto us,
“You can't do that because you' ve had or have those symptoms, dear!”, we know it’s not true.
It isonly when we fed and believe that we are fragile and out of contral that we find it hard to
move ahead. Those of us who experience psychiatric symptoms can and do get well. | (Mary
Ellen) learned about hope from my mother. She was told she was incurably insane. She had
wild, psychotic mood swings unremittingly for eight years. And then they went away. After thet
she worked very successfully as a dietitian in alarge school lunch program and spent her
retirement helping my brother raise seven children as asingle parent and as volunteer for a

variety of church and community organizaions.

We don't need dire predictions about the course of our symptoms--something which no one
else, regardiess of their credentias can ever know. We need ass stance, encouragement and
support as we work to relieve these symptoms and get on with our lives. We need a caring

environment without feding the need to be taken care of.

Too many people have interndized the messages that there is no hope, that they are Smply

victimsto ther illness, and that the only relationships they can hope for are one way and



infantalizing. As people are introduced to communities and services that focus on recovery,
relationships change to being more equa and supportive in both directions. As we fed vaued
for the help we can offer aswell asrecaive, our sdf-definitions are expanded. We try out new
behaviors with each other, find ways in which we can take postive risks and find that we have

more saf knowledge and more to offer than we were led to believe.

2. It'sup to each individud to take responshility for their own wellness. Thereisno one ese
who can do thisfor us. When our perspective changes from reaching out to be saved to onein
which we work to hed oursaves and our relationships, the pace of our recovery increases

dramaticaly.

Taking persond respongbility can be very difficult when symptoms are severe and persstent.
In these cases, it is most hepful when our hedlth care professond's and supporters work with us

to find and take even the smdllest stepsto work our way out of this frightening Stuation.

3. Education isa process that must accompany us on this journey. We search for sources of
information that will help usto figure out what will work for us and the steps we need to take in
our own behdf. Many of uswould like hedlth care professondsto play akey rolein this
educationa process--directing us to helpful resources, setting up educationa workshops and
seminars, working with us to understand information, and helping us to find a course that

resonates with our wishes and bdliefs.



4. Each of us must advocate for ourselves to get what it is we want, need and deserve. Often
people who have experienced psychiatric symptoms have the mistaken belief that we have lost
our rightsas anindividual. Asaresult, our rights are often violated, and these violations are
consstently overlooked. Sdlf-advocacy becomes much easier as we repair our self esteem so
damaged by years of chronic ingtability--and come to understand that we are often as intelligent
as anyone dse, and dways as worthwhile and unique with specid giftsto offer the world--and
that we deserve dl the very best that life has to offer. It isaso much easier if we are supported
by hedth care professonds, family members and supporters as we reach out to get our

persona needs met.

All people grow through taking positive risks. We need to support peoplein:
meaking life and treatment choices for themselves, no matter how different they look than
traditiona trestment,
building their own criss and trestment plans,
having the ability to obtain dl their records,
accessing information around medication Side effects,
refusing any treatment, (particularly those trestments that are potentidly hazardous),
choosing their own relationships and spiritua practices,
being treated with dignity, respect and compassion, and,

cregting the life of their choice.



5. Mutud réationship and support is a necessary component of the journey to wellness. The
nationwide focus on peer support is aresult of the recognition of the role of support in working
toward recovery. Throughout New Hampshire, peer support centers are providing a safe
community where people can go even when their symptoms are most severe, and fed safe and

Secure.

Beyond this, peer support holds few , if any, assumptions about peopl€e s capabilities and limits.
There is no categorizing and no hierarchica roles (doctor/patient) with the result being that
people move from focusing on themsalves to trying out new behaviors with one another and
ultimately committing to alarger process of building community. The crisis respite center a
Stepping Stones Peer Support Center in Claremont, New Hampshire, carries this concept a
step further by providing around the clock peer support and education in a safe, supportive
amosphere. Instead of feeling out of control and pathol ogized, peers support one another in
moving through and beyond difficult Stuations, and help each other learn how crigs can be an
opportunity for growth and change. An example of this was when a member who was having
lots of difficult thoughts, came into the center to avoid hospitdization. His god was to be dble to
talk through his thoughts without feding judged, categorized or told to increase his medication.
After severd days he went home fedling more comfortable and connected to others with whom
he could continue to interact. He committed to staying in and expanding on the relationships that

he built while in the respite program.



Through the use of support groups and building community that defines itsdlf asit grows, many
people find that their whole sense of who they are expands. As people grow they move ahead

in other parts of tharr lives.

Support, in arecovery based environment, isnever acrutch or asStuation in which one person
defines or dictates the outcome. Mutud support is aprocessin which the people in the

relationship drive to use the reaionship to become fuller richer human beings. Although we dl
come to relationships with some assumptions, support works best when both people are willing

to grow and change.

This need for mutua and gppropriate support extends into the clinical community. Though
clinicd relaionships may never truly be mutud, or without some assumptions, we can al work
to change our roles with each other in order to further move away from the kinds of
paterndistic relationships some of us have had in the past. Some of the questions hedlth care

professonds can ask themsdvesin thisregard are:

How much of our own discomfort are we willing to St with while someoneis

trying out new choices?

How are our boundaries continuoudy being redefined as we struggle to degpen each

individud relationship?



What are the assumptions we aready hold about this person, by virtue of hisher
diagnoss, history, lifestyle? How can we put aside our assumptions and
predictionsin order to be fully present to the Stuation and open to the

possihility for the other person to do the same?

What are the things that might get in the way of both of us stretching and growing?

Support begins with honesty and awillingnessto revist dl of our assumptions about whet it
means to be hdpful and supportive. Support means that a the same time clinicians hold
someone in "the pam of their hand", they aso hold them absolutdly accountable for their
behavior and believe in their ability to change (and have the same sdif reflective tools to monitor

themsdlves).

No one is beyond hope. Everyone has the ability to make choices. Even though hedlth care
professonds have traditionaly been asked to define trestment and prognosis, they have to look
through the layers of learned helplessness, years of ingtitutiondization, difficult behaviors, then
they can creatively begin to help a person recongtruct alife narrative that is defined by hope,

chdlenge, accountability, mutua relationship and an ever changing self concept.

As part of our support system, health care professionals need to continue to seeif they are
looking at their own roadblocks to change, understand where they get “stuck” and dependent,

and look at their own less than hedthy ways of coping. Hedlth care professionas need to relate



to usthat they have their own struggles and own that changeis hard for dl. They need to look at
our willingnessto "recover” and not perpetuate the myth that there is a big difference between
themselves and people they work with. Support then becomes truly amutua phenomenon
where the rdaionshipsitself becomes aframework in which both people fed supported in
chdlenging themselves. The desire to change is nurtured through the rdationship, not dictated by
one person's plan for another. The outcome is that people don't continue to feel separate,

different and done.

How can health care professionals addr ess lear ned helplessness

Clinicians often ask us, "What about people who aren't interested in recovery, and who have no
interest in peer support and other recovery concepts?” What we often forget is

that MOST people find it undesirable to change. It's hard work! People have gotten used to
ther identities and roles asill, victims, fragile, dependent and even as unhappy. Long ago we
learned to "accept” our illnesses, give over contral to others and tolerate the way of life. Think
how many people live like thisin one way or ancther that don't have diagnosed illnesses. It's
easer to live in the safety of what we know, evenif it hurts, than it isto do the hard work of

change or develop hope that concelvably could be crushed.

Our dinica migtake, up to this point, has been thinking that if we ask people what they need and
want, they will indinctively have the answer AND want to change their way of being. People

who have been in the menta health system for many years have developed away of being in the
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world, and particularly being in relationship with professonds, where their sdf definition as

patient has become their most important role.

Our only hope for accessing internd resources that have been buried by layers of imposed
limitations is to be supported in making legps of faith, redefining who wed like to become and
taking risks that aren't caculated by someone else. We need to be asked if our idea of who
wed like to becomeis based on what we know about our "illnesses’. We need to be asked
what supports we would need to take new risks and change our assumptions about our fragility
and our limitations. When we see our closest friends and supporters willing to change, we begin
to try out our own incrementa changes. Even if this means buying ingredients for supper instead
of aTV dinner, we need to be fully supported in taking the steps to recreating our own sense of

sef and be challenged to continue to grow.

Recovery isapersond choice. It isoften very difficut for health care providerswho are trying
to promote a person’s recovery when they find resistance and gpathy. Severity of symptoms,
motivation, persondity type, accesshility of information, perceived benefits of maintaining the
gatus quo rather than creating life change (sometimes to maintain disability benefits) dong with
the quantity and quality of persond and professond support can dl effect a person’s ability to
work toward recovery. Some people chooseto work at it very intensively, especidly when
they first become aware of these new options and perspectives. Others approach it much more
dowly. Itisnot up to the provider to determine when a person is making progress--itisup to

the person.
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What are some of the most commonly used recovery skills and strategies?

Through an extensive on-going research process Mary Ellen Copeland has learned that people

who experience psychiatric symptoms commonly use the following skills and srategies to relieve

and diminate symptoms.

reaching out for support--connecting with a non-judgmenta, non-critical person who is

willing to avoid giving advice, who will listen while the person figures out for

themsdaf what to do.

being in a supportive environment surrounded by people who are positive and affirming, but

a the same time are direct and chalenging--avoiding people who are criticd, judgmenta or

abusve.

peer counsdling--sharing with another person who has experienced amilar symptoms.

stress reduction and relaxation techniques--deep breathing, progressive reaxation and

visudization exercises.

exercise--anything from waking and dlimbing gairs to running, biking, svimming.
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cregtive and fun activities--doing things that are persondly enjoyable like reading, cregtive

ats, crafts, listening to or making music, gardening, and woodworking.

journding--writing in ajourna anything you want, for aslong as you want.

dietary changes--limiting or avoiding the use of foods like caffeine, sugar, sodium and fat

that worsen symptoms.

exposure to light--getting outdoor light for at least 1/2 hour per day, enhancing that with a

light box when necessary.

learning and using systems for changing negative thoughts to pogtive ones--working on a

sructured system for making changes in thought processes.

increasing or decreasing environmenta stimulation--responding to symptoms as they occur

by ether becoming more or less active.

daly planning--deve oping a generic plan for aday to use when symptoms are more difficult

to manage and decison making is difficult.

developing and using a symptom identification and response system which includes:

--alig of thingsto do every day to maintain wellness.
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--identifying triggers that might cause or increase symptoms and a preventive action
plan.
--identifying early warning Sgns of an increase in symptoms and a preventive
action plan
--identifying symptoms thet indicate the Stuation has worsened and formulating an
action plan to reverse this trend
--crids planning to maintain control even when the Stuation is out of control
In self help recovery groups, people who experience symptoms are working together to
redefine the meaning of these symptoms, and to discover skills, strategies and techniques that

have worked for them in the past and that could be hepful in the future.

What isthe role of medication in the recovery scenario?

Many people fed that medications can be helpful in dowing down the mogt difficult symptoms.
While in the past, medications have been seen asthe only rationa option for reducing
psychiatric symptoms, in the recovery scenario, medications are one of many options and
choicesfor reducing symptoms. Othersinclude the recovery skills, strategies and techniques
listed above along with trestments that address health related issues. Though medications are

certainly achoice, these authors believe that medication compliance as the primary god isnot

appropriate.
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People who experience psychiatric symptoms have a hard time dedling with the side effects of
medi cations designed to reduce these symptoms--sde effects like obesity, lack of sexud
function, dry mouth, congtipation, extreme lethargy and fatigue. In addition, they fear the long
term Sde effects of the medications. Those of us who experience these symptoms know that
many of the medications we are taking have been on the market for a short time--so short that
no one redly knowsthe long term side effects. We know that Tardive' s Dyskinesiawas not
recognized as a Sde effect of neuroleptic medication for many years. We fear that we are at
risk of amilar irreversible and destructive sde effects. We want to be respected by hedth care
professonds for having these fears and for choosing not to use medications that are

compromising the qudlity of our lives.

When people who have shared smilar experiences get together, they begin to talk about their
concerns about medications, and dternatives that have been helpful. They build up akind of
group empowerment that begins to chalenge the notion of prophylactic medication or
medication as the only way to address their symptoms. Many physicians, on the other hand,
worry that people who come to them blame the medication for the illness and they fear that
stopping the medication will worsen symptoms.  These become fairly polarized views and
amplify the hierarchicd relationship. People fed that if they question their doctors about
decreasing or getting off medications, they will be threatened with involuntary hospitdization or
treatment. Doctors fear that people are jumping on an unreliable band wagon that will lead to
out of control symptoms, jeopardizing the person's safety. Consequently, talk about medication

often goes on without counsd with doctors.

15



In arecovery based environment, more effort needs to be spent focusing on choice, and sdlf-
respongbility around behavior. If the complaint is that medications control behavior and
thoughts while extinguishing dl pleasurable, maotivationd kinds of fedings, thereisaneed to
develop away we tak about symptoms o that each of us has many choices and options for

dedling with them.

Shery Mead has developed avisud image of a car wash that has been useful to her and many

others. She says,
If 1 think about early stages of symptoms as driving towards the car wash, there are il
many choices | can make before my whedls engage in the automatic treads. | can veer
off to the Sde, stop the car or back up. | am aso aware that once my whedls are
engaged in the car wash that, though it feds out of my control, the Situation, based on
sdf obsarvation, isthat it istime limited and | can ride it out and will eventualy come out
on the other sde. My behavior, even when | am “white knuckling it” through the car
wash, is ill my choice and in my control. This process has helped others define
triggers, watch their automatic response, develop sdf critica skills about their own
defense mechanisms and ultimately even ride out the car wash better. Although
medications can be helpful in making it through the car wash without ending up ina
dangerous dtuation, there are many more proactive skills that help each of us develop

our own techniques, making persond respongbility a more desirable outcome.
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What aretherisksand benefitsof usng a“recovery” vison for mental health

services?

Because the fedings and symptoms that have been commonly referred to as“mentd illness’ are
very unpredictable, our hedlth care professionds may fear that we will “decompensate’ (a nasty
word to many of us) and may put oursalves or others at risk. Health care professionals become
fearful that, if they do not continue to provide the kind of care taking and protective services
they have provided in the past, people will become discouraged, disgppointed and may even
harm themsdlves. It must be recognized that risk is inherent in the experience of life. Itisupto
us to make choices about how we will live our lives and it is not up to hedth care professonds
to protect us from the real world. We need our hedlth care professonasto believe that we are

capable of taking risks and support us as we take them.

More clinicians working in a recovery-based environment will enjoy the positive reinforcement
of successful experiences in working with people who are growing, changing and moving on
with their lives. Therecovery focus and the increased wellness of more of uswill give hedth
care professonas more time to spend with those who experience the most severe and
persstent symptoms, giving them the intense support they need to achieve the highest levels of

wellness possble.

In addition, hedth care professonds will find that instead of providing direct care for people

who experience psychiatric symptoms, they will be educating, asssting and learning from them

17



as they make decisons and take positive action in their own behdf. These caregivers will find
themselvesin the rewarding position of accompanying those of us who experience psychiatric

symptoms as we grow, learning and change.

The implications of arecovery vison for services to adults with savere “mentd illness’ will be
that providers of services--ingead of coming from a paterndistic framework with often harsh,
invasve and seemingly punitive “treatments’--will learn from us as we work together to define
what wellnessis for each of uson an individud basis and explore how to address and relieve

those symptoms which prevent us from leading full and rich lives.

The hierarchicd hedth care sysem will gradualy become nonthierarchica as people understand
that hedlth care professonas will not only provide care, but will dso work with a person to
make decisons about their own course of trestment and their own life. Those of uswho
experience symptoms are demanding positive, adult treatment as partners. This progression will

be enhanced as more people who have experienced symptoms become providers themselves.

While the benefits of arecovery vison for mental hedlth services defy definition, they obvioudy

include:

Cod effectiveness. Aswe learn safe, Imple, inexpensive, non-invasive ways to

reduce and diminate our symptoms, there will be less need for cogtly, invasive
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interventions and therapies. We will live and work interdependently in the

community, supporting ourselves and our family members.

Reduced need for hospitaization, time awvay from home and persona supports, and
the use of harsh, traumatic and dangerous treatment which often exacerbate rather
than relieve symptoms, as we learn to manage our  symptoms using normd

activities and supports.

Increased possibility of positive outcomes.  Aswe recover from these pervasive
and debilitating symptoms, we can do more and more of things we want to do with

our lives, and work toward and meet our life goas and dreams.

Aswe normadlize peopl€ s fedings and symptoms, we build a more accepting,

diverse culture.

Does recovery work do anything to specifically help a per son avoid situations of being

personally unsafe or a danger to others?

With the increased focus on recovery and the use of sdlf help skillsto dleviate symptoms, it is
hoped that fewer and fewer people will find themselves in a Situation where they are a danger to

themsaf or someone dse.
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If the symptoms should become that severe, people may have developed their own persond
crigs plan--a comprehensive plan that would tell close supporters when they need to step in and
take over responsihility for their care, and exactly what these supporters need to do to keep the
dtuation from becoming adisaster. These plans are working, protecting people and saving
lives. It dlowsthose of uswho experience symptoms to be in control, even when it ssems asiif

things are out of control.

While more and more people are working on recovery and developing these plans for
themselves, there are many people who do not choose to do thiswork, may not have
developed acriss plan or even be interested in having such a plan, or whose symptoms are so

severe or accelerate S0 rapidly that they become a danger to themsalves or others.

While disagreement on thisimportant topic is widespread, the authors, both of whom have been
at risk of sdf harm, agree that those of us who experience these symptoms need to be
accountable for our behavior--just like anyone ese. If we let our symptoms escdate to the
point where they are adanger to us or someone el se, or we have not developed crisis plansto
protect oursalves and others, then we have to accept the consequences of our behavior. That
may mean that we have to be detained in a psychiatric or other facility until our symptoms have
subsided or until we have served crimind sentences. However, in the crimind justice system,

dternative forms of restraint should be used rather than methods which further exacerbate or
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traumatize us, as with any other person. Thereisno place for harsh restraining devices,

seclusion rooms and body searches.

Guiddinefor arecovery focusin service provision

The following guiddines for hedlth care professonds should guide and enhance dl recovery

work while decreasing resstance and lack of motivation

Treet the person as afully competent equal with equa capacity to learn, change,
make life decisons and take action to creete life change, no matter how severe their

symptoms.

Never scold, threaten, punish, patronize, judge or condescend to the person, while

being honest about how you fed when that person threatens or condescends to you.

Focus on how the person fedls, what the person is experiencing and what the

person wants rather than on diagnoss, labeing, and predictions about the course of

the personslife.

Share smple, safe, practical, non-invasve and inexpendve or free sAif help skills

and drategies that people can use on their own or with the help of their supporters.
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When necessary, break tasks down into the smallest steps to insure success.

Limit the sharing of ideas and advice. One piece of advice aday or vigt is plenty.

Avoid nagging and overwhe ming the person with feedback.

Pay close attention to individua needs and preferences, accepting individud

differences.

Assure that planning and trestment is a truly collaborative process with the person

who isrecaiving the services as the “bottom ling’.

Recognize strengths and even the smdlest bit of progress without being paterndidtic.

Accept that a person’slife path is up to them.

Asthefirst step toward recovery, listen to the person, let them talk, hear what they

say and what they want, making sure their gods are truly theirs and not yours--

understanding that what you might see as being good for them may not be what they

redly want.

22



A yoursdf, “Is there something going on in their life which is getting in the way of
change or moving toward wellness e.g. learned helplessness?’ or are there medicd

problemsthat are getting in the way of recovery?

Encourage and support connection with others who experience psychiatric

symptoms

Ask yoursdlf, “Would this person benefit from being in agroup led by otherswho

have experienced psychiatric symptoms?’

The person who experiences psychiatric symptomsis the determiner of their own life. No one
else, even the most highly skilled hedth care professond, can do thiswork for us. We need to

do it for ourselves with your guidance, assistance and support.
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