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Family Therapy has long had an interest in systems theory as a way of understanding the
many complex factors contributing to the way that people make meaning through
interactions with one another (Boscolo et al, 1987; Bateson, 1972; Anderson, 1997). Peer
support in mental health has much to learn from this theoretical vantage point. As a
somewhat family like environment, peer support utilizes dialogue to build and evolve
alternative perspectives about people’s experiences, roles, and relationships (Mead,
2001). This dialogue has the potential to foster strong, learning communities in which
problems and help become everyone’s responsibility. This paper will offer some
thoughts about how the use of systems theory might protect the integrity of peer support
as a tool for social change.

Systems theory (in terms of human systems) presupposes that there is no
empirical truth; rather that meaning is contextual (e.g. that people are evolving products
of their social world). Further, there is also no one observable truth. The observer’s
perception becomes inextricably linked with what is being observed, therefore not static
but constantly open to new interpretation (Waldrop, 1992; Capra, 1986, 1992, Holland,
1995).

In mental health this notion challenges the more linear, dynamic view that there is
a problem to be fixed. In other words, the assumption in traditional mental health is that
with expert training in assessment one can identify a generalizable problem for which
there is treatment (see the DSM 1V, 1994). The goal then of this treatment is to increase
individual functioning within the larger social environment. There is little focus on
relational outcomes, mutuality, and larger social change. Peer support by definition
assumes relationship and reciprocity. In the best of all worlds people are simply seen as
people interacting and reacting in a variety of ways based on context. Problems are not
considered generalizable or diagnosable, but rather transitory. Finally, the potential
outcomes of peer support are diverse, evolving communities in which everyone has a
variety of roles and relationships (Mead, 2001, Mead & MacNeil in review).

Peer Support in Mental Health

Peer support in mental health grew out of consumer/ex-patients’ reaction to
negative mental health treatment (e.g. coercion, over-medication, rights violations, as
well as an over-medicalized version of their “story”). (Harp & Zinman, 1987;
Chamberlin, 1979). By the 1970’s an organized movement of people who had
experienced rights violations within the mental health system, were building programs
and networks where a different kind of support was offered. This support didn’t focus on
illness or diagnosis but rather mutual aid, housing support, advocacy and human rights
(Harp & Zinman, 1987; Chamberlin, 1979). While many people who’d experienced
negative treatment in the system became involved, these programs also began to attract
people who were trying to stay out of the mental health system altogether. Others began



to challenge the psychiatric labels they’d been given. Conversation emerged about the
personal and social effects of abuse, not just physical and sexual abuse, but institutional
abuse as well. Published studies began to show that many people fully recovered from
mental illness with and without the use of medications (Harding et al., 1992). After much
struggle the traditional system finally began to talk about moving beyond simply
maintaining people in the community and started to talk about recovery. Unfortunately
recovery in the traditional system continues only to imply individual illness management
as opposed to a more systemic view in which whole communities learn and grow together
(Mueser et al., 2002). Peer support offers the logical starting point for this next
epistemological shift.

What makes peer support unique?

Although there are many contexts for peer support (groups, programs, two people
talking), we offer some fundamental principles that make it distinct from other kinds of
help:

e Peer support does not necessarily assume a problem orientation. In spite of the
fact that people might congregate around the shared experience of mental health
issues, conversations do not have to focus on that experience. It may be that there
is more trust and openness with others they assume “get it,” which then allows
them to try on other ways of constructing personal and relational narratives.

e Assessments and evaluation are not part of relationships. Instead, people strive for
mutual responsibility and communication that allows them to express their needs
to each other without threat or coercion. An example of this might include a
negotiation of how to talk about difficult feelings without scaring each other (“Is
there another way you could name your difficult feelings? It scares me when you
talk about feeling suicidal™).

e Peer support does not utilize a medical framework. Instead the focus is on
building relationships that support learning and growth across whole lives. This
might take the form of challenging one another’s language or assumptions about
what it is they experience. Following is an example from a peer program one of
the authors was affiliated with:

In a peer gathering one day, a woman said that she was having a “tough time.” She said that
she was thinking about putting herself in the hospital or at the very least, calling her case
manager and asking her to assess the situation. I asked her what the hospital offered her that
had alleviated her “tough times™ in the past. I asked her how the hospitalizations had helped
her in the rest of her life, and I noticed with her the many times before when she’d gone into
the hospital as a response to her “tough time.” Initially she was not too thrilled with this
conversation, but she was able to listen and begin to think of alternatives. With an “outsiders”
perception, one can begin to look at the patterns that have developed and look towards
developing patterns with more positive outcomes, if not more flexibility (Littlejohn &
Domenici, 2001). It was also interesting to share with her, some of the circumstances in which
I had thought primarily of hospitalization as the answer to my discomfort. I shared with her
what some of the results had been and also some of the alternatives I had since begun to



pursue. The telling of our stories helped both of us look at the patterns and the ways in which
our “stories” impacted the other. With continuing conversations the confluence of stories
turned into the development of an on-going story; a story in which we were both able to take
new risks, both with each other, and with our shifting patterns. (Littlejohn & Domenici,
2001).

e Peer support assumes full reciprocity. There are no static roles of helper and
helpee. Although this may not be surprising, reciprocity is the key to building
natural community connections. This is an enormous shift for people who have
learned to think about community as a series of services.

e Peer support assumes systemic evolution as opposed to individual recovery from
a specified illness. It is assumed that conversation changes the ways in which
people speak and know. As Gergen (1991) explains, “We come to be aware that
each truth about ourselves [and others] is a construction of the moment, true only
for a given time and within certain relationships” (pg 16.). With this realization
people create possibilities that previously didn’t exist. Many may find that
through this willingness to remain open, it becomes possible to transform larger
systemic conversations. As Littlejohn and Domenici (2001) explain, “Systems are
like networks of interacting parts, webs of influence where ripples can fan out in a
number of interesting directions” (pg. 19)

o Lastly, peer support requires people rethink definitions of safety. Beyond the
traditional confines of program liability and harm reduction, the responsibilities of
peer support require people to embrace relational meanings of safety. For
example, relational safety has been described as: the emotional safety one feels
though validation, being involved in compassionate relationships, having a place
where you can be who you are, being provided the tools and education to be in
mutually responsible peer relationships, feeling like you are not being judged, and
not feeling like you have to have all the answers. (MacNeil and Mead, 2005).

In the grand scheme, peer support challenges assumptions about ‘what is the problem’
and hence, ‘what is needed.’. Peer support raises questions about the status quo of system
structures, roles and relationships, governance and decision-making, and the demands of
funding streams. And peer support sheds light on the power of language and labeling
practices and the effects of the dominant pathology paradigm. Such activities and ideas
are intended to have larger political ramifications and represent the broad mission of peer
support to influence systems’ and societal change.

Barriers to change

Though this new way of thinking has potential, like other challenges to the dominant
discourse, there is a natural tendency to move back towards the known, the things that are
socially supported, and to the power dynamics that maintain certain roles. Many people
are recipients of traditional services as well as members of peer support programs. This
has sometimes led to the dilemma of conflicting paradigms. In other words some people
have found that when they start challenging the medical version of their evolving story,



they are told that they’re in denial, that they’re in danger, or even told that their treatment
may get cut off. This kind of conflict has also led many peer support programs to get
pulled into very traditional practices in order to sustain their sense of legitimacy. On top
of that peer agencies are most often funded (and will be evaluated) by traditional funding
mechanisms (Medicaid, state mental health budgets, mental health agency funding etc.).
The comfort of staying with the known has led them to pull away from alternative
approaches and theories (Merry, 1995).

In growing organizations and alternative communities (e.g. intentional
communities) there is also the inherent dynamic where, in heated situations, people tend
to do the things that have been done to them. Everything may be going along fine until
there is a power struggle, a turf war or even a disagreement about the process. The overall
dynamics of the organization go underground into factions of groups, each blaming the
others. Gossip becomes the most highly used pattern of communication. Even when
there are conflict resolution techniques in place various forms of power are used to
blame, control decision-making, and recreate expert/patient type relationships. The
radical educator Friere (1995) has named this phenomenon “the oppressed becoming the
oppressor.” Although these dynamics are common to most young organizations there is
more danger that the whole unique process of peer support could be extinguished.

One way of better understanding how these slips or devolutions in peer support
relationships occur so easily is in recognizing how peer supporters have been acculturated
into service ways-of-being. As we mentioned previously, many people involved in peer
support have been engulfed in a history of service provision. Mc Knight (1995) has
commented that, “When enough service programs surround people they come to live in a
forest of services....and people who have to live in the service forest will act differently
than those people whose lives are principally defined by neighborhood (or community)
relationships™ (p. 108). Peer supporters then, have to be diligent in finding ways to
recognize and water their community forest.

We believe one of the largest challenges in sustaining and cultivating the
community essence of peer support is in finding ways to exist outside of traditional
funding streams. In accepting the same kinds of financial supports that other service
providers accept, peer support is prone to be driven towards service-centered practices. In
this mode of operating - budgets are structured to maintain investments in property,
quality depends on bureaucratic safeguards, initiatives are worthy if they can be quickly
implemented on a large scale basis, viability is contingent on service utilization outcomes
and the billability of activity, and decision-making is driven by rules, regulations and
deferring to ‘who knows best’ (Mount, 1997).

In contrast, communities are places where resources are distributed to serve the
interest of the people. Quality in community depends on good information and creativity.
Community initiatives are worthy even if they are small and develop slowly overtime.
People in community struggle in working together to make decisions through shared
responsibility and personal commitment. Strong communities understand how to
capitalize upon the resources of its member. In short, the genesis of peer support was not
about or reliant upon a funding mechanism. It goes to follow then, that the successful
evolution of peer support should take into consideration how peer supporters can
capitalize on the strengths of their internal and extended communities. Discovering and



creating alternative resources will be essential to maintaining ‘what makes peer support
unique’.

Conclusion

We realize that such important and complex theories and ideas need much more thorough
investigation then this paper has provided. We are therefore leaving the reader with some
questions that we hope will keep us all engaged in the dialogue, uncomfortable though it
is.

How would you listen to a story told by someone whose grammar you don’t understand?
What are the ways in which you use your status and power to control your environment
and help keep you feeling safe and comfortable? How do you use your psychiatric label
to maintain the safety of your “story?” And finally: What will you do engage in the yet
“unknown” multiple stories of your life?

Systems thinking will be critical in maintaining the complex adaptations that are
part of real social change. Whether it’s in an organized structure such as peer support or
whether it becomes simply a way of building stronger, more diverse communities,
learning and growing through relationship are the keys. When we are moved and changed
by each other’s truths, when we listen in a way that changes even the most closed kind of
story, when we consider that we are infinitely changeable based on every interaction, the
notion of mental illness as a thing that individuals have, becomes somewhat obsolete.
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Recovery has only recently become a word used in relation to the experience of psychiatric
symptoms. Those of us who 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 (health care professionals) can find the right ones or the right combination,
may help, and that we will always have to take the medications. Many of us have even been told
that these symptoms will worsen as we 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 I was first diagnosed with manic depression at the age of 37, I was told that if I
Just kept taking these pills--pills that I would need to take for the rest of my life--1
would be OK. So I did just that. And I was “OK” for about 10 years until a stomach
virus caused severe lithium toxicity. After that I could no longer take the medication.

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



my moods. I could have been learning that relaxation and stress reduction techniques
and fun activities can help reduce the symptoms. I could have been learning that
would probably feel a lot better if my life wasn’t so hectic and chaotic, if T wasn’t living
with an abusive husband, if [ spent more time with people who affirmed and validated
me, and that support from other people who have experienced these symptoms helps a
lot. I was never told that I could learn how to relieve, reduce and even get rid of
troubling feelings and perceptions. Perhaps if I had learned these things and had been
exposed to others who where working their way through these kinds of symptoms, I
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 goals, and that they don’t have to go on forever. We have leared
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 all
kinds, lawyers, teachers, accountants, advocates, social workers. We are successfully
establishing and maintaining intimate relationships. 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 creating
positive change in the world. And it is only with this vision and belief for all people that we can

bring hope for everyone.



Support from Health Care Professionals

Sometimes our health care professionals are reluctant to assist us in this journey--afraid that we
are setting ourselves up for failure. But more and more of them are providing us with valuable
assistance and support as we make our way out of the system and back to the life we want.
Recently I (Mary Ellen) spent a full day visiting with health care professionals of all kinds at a
major regional mental 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
assistance and support for as long as is necessary during the hard times, about working with
people to take responsibility for their own wellness, to explore with them the many options
available 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 health care professionals used over and over again was
“pormalize”. They are trying to see for themselves, 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 physical causes or
stress in our lives, they become so severe that they are intolerable, we can work together to
find ways to reduce and relieve them. They are talking about less traumatic ways to deal 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

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

What are the key facets of a recovery scenario?

1. There is hope. A vision of hope that includes no limits. That even when someone says to us,
“You can’t do that because you’ve had or have those symptoms, dear!”, we know it’s not true.
It is only when we feel and believe that we are fragile and out of control that we find it hard to
move ahead. Those of us who experience psychiatric symptoms can and do get well. I (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 that
she worked very successfully as a dietitian in a large school lunch program and spent her
retirement helping my brother raise seven children as a single parent and as volunteer for a

variety of church and community organizations.

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

environment without feeling the need to be taken care of.

Too many people have internalized the messages that there is no hope, that they are simply

victims to their 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 equal and supportive in both directions. As we feel valued
for the help we can offer as well as receive, our self-definitions are expanded. We try out new
behaviors with each other, find ways in which we can take positive risks and find that we have

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

2. It’s up to each individual to take responsibility for their own wellness. There is no one else
who can do this for us. When our perspective changes from reaching out to be saved to one in
which we work to heal ourselves and our relationships, the pace of our recovery increases

dramatically.

Taking personal responsibility can be very difficult when symptoms are severe and persistent.
In these cases, it is most helpful when our health care professionals and supporters work with us

to find and take even the smallest steps to work our way out of this frightening situation.

3. Education is a process that must accompany us on this journey. We search for sources of
information that will help us to figure out what will work for us and the steps we need to take in
our own behalf. Many of us would like health care professionals to play a key role in this
educational process--directing us to helpful resources, setting up educational workshops and
seminars, working with us to understand information, and helping us to find a course that

resonates with our wishes and beliefs.



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 rights as an individual. As a result, our rights are often violated, and these violations are

consistently overlooked. Self-advocacy becomes much easier as we repair our self esteem so

damaged by years of chronic instability--and come to understand that we are often as intelligent

as anyone else, and always as worthwhile and unique with special gifts to offer the world--and

that we deserve all the very best that life has to offer. It is also much easier if we are supported

by health care professionals, family members and supporters as we reach out to get our

personal needs met.

All people grow through taking positive risks. We need to support people in:

making life and treatment choices for themselves, no matter how different they look than
traditional treatment,

building their own crisis and treatment plans,

having the ability to obtain all their records,

accessing information around medication side effects,

refusing any treatment, (particularly those treatments that are potentially hazardous),
choosing their own relationships and spiritual practices,

being treated with dignity, respect and compassion, and,

creating the life of their choice.



5. Mutual relationship and support is a necessary component of the journey to wellness. The
nationwide focus on peer support is a result 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 feel safe and

securc.

Beyond this, peer support holds few , if any, assumptions about people’s capabilities and limits.
There is no categorizing and no hierarchical roles (doctor/patient) with the result being that
people move from focusing on themselves to trying out new behaviors with one another and
ultimately committing to a larger process of building community. The crisis respite center at
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
atmosphere. Instead of feeling out of control and pathologized, peers support one another in
moving through and beyond difficult situations, and help each other leam how crisis 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 hospitalization. His goal was to be able to
talk through his thoughts without feeling judged, categorized or told to increase his medication.
Afier several days he went home feeling 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 itself as it grows, many
people find that their whole sense of who they are expands. As people grow they move ahead

in other parts of their lives.

Support, in a recovery based environment, is never a crutch or a situation in which one person
defines or dictates the outcome. Mutual support is a process in which the people in the
relationship strive to use the relationship to become fuller richer human beings. Although we all
come to relationships with some assumptions, support works best when both people are willing

to grow and change.

This need for mutual and appropriate support extends into the clinical community. Though
clinical relationships may never truly be mutual, or without some assumptions, we can all work
to change our roles with each other in order to further move away from the kinds of
paternalistic relationships some of us have had in the past. Some of the questions health care

professionals can ask themselves in this regard are:

How much of our own discomfort are we willing to sit with while someone is

trying out new choices?

How are our boundaries continuously being redefined as we struggle to deepen each

individual relationship?



What are the assumptions we already hold about this person, by virtue of his/her
diagnosis, history, lifestyle? How can we put aside our assumptions and
predictions in order to be fully present to the situation and open to the

possibility 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 a willingness to revisit all of our assumptions about what it
means to be helpful and supportive. Support means that at the same time clinicians hold
someone in "the palm of their hand", they also hold them absolutely accountable for their
behavior and believe in their ability to change (and have the same self reflective tools to monitor

themselves).

No one is beyond hope. Everyone has the ability to make choices. Even though health care
professionals have traditionally been asked to define treatment and prognosis, they have to look
through the layers of learned helplessness, years of institutionalization, difficult behaviors, then
they can creatively begin to help a person reconstruct a life narrative that is defined by hope,

challenge, accountability, mutual relationship and an ever changing self concept.

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

and look at their own less than healthy ways of coping. Health care professionals need to relate



to us that they have their own struggles and own that change is hard for all. They need to look at
our willingness to "recover" and not perpetuate the myth that there is a big difference between
themselves and people they work with. Support then becomes truly a mutual phenomenon
where the relationships itself becomes a framework in which both people feel supported in
challenging themselves. The desire to change is nurtured through the relationship, not dictated by
one person's plan for another. The outcome is that people don't continue to feel separate,

different and alone.

How can health care professionals address learned 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
their identities and roles as ill, victims, fragile, dependent and even as unhappy. Long ago we
learned to "accept” our illnesses, give over control to others and tolerate the way of life. Think
how many people live like this in one way or another that don't have diagnosed illnesses. It's
easier to live in the safety of what we know, even if it hurts, than it is to do the hard work of

change or develop hope that conceivably could be crushed.

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

who have been in the mental health system for many years have developed a way of being in the

10



world, and particularly being in relationship with professionals, where their self definition as

patient has become their most important role.

Our only hope for accessing internal resources that have been buried by layers of imposed
limitations is to be supported in making leaps of faith, redefining who we'd like to become and
taking risks that aren't calculated by someone else. We need to be asked if our idea of who
we'd like to become is 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 incremental changes. Even if this means buying ingredients for supper instead
of a TV dinner, we need to be fully supported in taking the steps to recreating our own sense of

self and be challenged to continue to grow.

Recovery is a personal choice. It is often very difficult for health care providers who are trying
to promote a person’s recovery when they find resistance and apathy. Severity of symptoms,
motivation, personality type, accessibility of information, perceived benefits of maintaining the
status quo rather than creating life change (sometimes to maintain disability benefits) along with
the quantity and quality of personal and professional support can all effect a person’s ability to
work toward recovery. Some people choose to work at it very intensively, especially when
they first become aware of these new options and perspectives. Others approach it much more
slowly. It is not up to the provider to determine when a person is making progress--it is up 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 strategies to relieve

and eliminate symptoms:

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

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

themself what to do.

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

at the same time are direct and challenging--avoiding people who are critical, judgmental or

abusive.

e peer counseling--sharing with another person who has experienced similar symptoms.

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

visualization exercises.

e exercise--anything from walking and climbing stairs to running, biking, swimming,

12



creative and fun activities--doing things that are personally enjoyable like reading, creative

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

joumaling--writing in a journal anything you want, for as long 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.

leaming and using systems for changing negative thoughts to positive ones--working on a

structured system for making changes in thought processes.

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

by either becoming more or less active.

daily planning--developing a generic plan for a day to use when symptoms are more difficult

to manage and decision making is difficult.

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

--a list of things to do every day to maintain wellness.

13



--identifying triggers that might cause or increase symptoms and a preventive action
plan.
--identifying early waming signs of an increase in symptoms and a preventive
action plan
--identifying symptoms that indicate the situation has worsened and formulating an
action plan to reverse this trend
--crisis planning to maintain control even when the situation 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 helpful in the future.

What is the role of medication in the recovery scenario?

Many people feel that medications can be helpful in slowing down the most difficult symptoms.

While in the past, medications have been seen as the only rational option for reducing
psychiatric symptoms, in the recovery scenario, medications are one of many options and
choices for reducing symptoms. Others include the recovery skills, strategies and techniques
listed above along with treatments that address health related issues. Though medications are
certainly a choice, these authors believe that medication compliance as the primary goal is not

appropriate.
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People who experience psychiatric symptoms have a hard time dealing with the side effects of
medications designed to reduce these symptoms--side effects like obesity, lack of sexual
function, dry mouth, constipation, extreme lethargy and fatigue. In addition, they fear the long
term side 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 really knows the long term side effects. We know that Tardive’s Dyskinesia was not
recognized as a side effect of neuroleptic medication for many years. We fear that we are at
risk of similar irreversible and destructive side effects. We want to be respected by health care
professionals for having these fears and for choosing not to use medications that are

compromising the quality of our lives.

When people who have shared similar experiences get together, they begin to talk about their
concerns about medications, and alternatives that have been helpful. They build up a kind of
group empowerment that begins to challenge 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 hierarchical relationship. People feel that if they question their doctors about
decreasing or getting off medications, they will be threatened with involuntary hospitalization 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 counsel with doctors.
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In a recovery based environment, more effort needs to be spent focusing on choice, and self-
responsibility around behavior. If the complaint is that medications control behavior and
thoughts while extinguishing all pleasurable, motivational kinds of feelings, there is a need to
develop a way we talk about symptoms so that each of us has many choices and options for

dealing with them.

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

others. She says,
If 1 think abéut early stages of symptoms as driving towards the car wash, there are still
many choices I can make before my wheels engage in the automatic treads. 1 can veer
off to the side, stop the car or back up. I am also aware that once my wheels are
engaged in the car wash that, though it feels out of my control, the situation, based on
self observation, is that it is time limited and I can ride it out and will eventually come out
on the other side. My behavior, even when I am “white knuckling it” through the car
wash, is still my choice and in my control. This process has helped others define
triggers, watch their automatic response, develop self critical 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 in a
dangerous situation, there are many more proactive skills that help each of us develop

our own techniques, making personal responsibility a more desirable outcome.
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What are the risks and benefits of using a “recovery” vision for mental health

services?

Because the feelings and symptoms that have been commonly referred to as “mental illness” are
very unpredictable, our health care professionals may fear that we will “decompensate” (a nasty
word to many of us) and may put ourselves 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, disappointed and may even
harm themselves. It must be recognized that risk is inherent in the experience of life. It is up to
us to make choices about how we will live our lives and it is not up to health care professionals
to protect us from the real world. We need our health care professionals to 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. The recovery focus and the increased wellness of more of us will give health
care professionals more time to spend with those who experience the most severe and
persistent symptoms, giving them the intense support they need to achieve the highest levels of

wellness possible.

In addition, health care professionals will find that instead of providing direct care for people

who experience psychiatric symptoms, they will be educating, assisting and leaming from them
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interventions and therapies. We will live and work interdependently in the

community, supporting ourselves and our family members.

e Reduced need for hospitalization, time away from home and personal supports, and
the use of harsh, traumatic and dangerous treatment which often exacerbate rather
than relieve symptoms, as we leam to manage our symptoms using normal

activities and supports.

e Increased possibility of positive outcomes. As we 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 goals and dreams.

e As we nommalize people’s feelings and symptoms, we build a more accepting,

diverse culture.

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

personally unsafe or a danger to others?

With the increased focus on recovery and the use of self help skills to alleviate symptoms, it is
hoped that fewer and fewer people will find themselves in a situation where they are a danger to

themself or someone else.
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as they make decisions and take positive action in their own behalf. These caregivers will find
themselves in the rewarding position of accompanying those of us who experience psychiatric

symptoms as we grow, learning and change.

The implications of a recovery vision for services to adults with severe “mental illness” will be
that providers of services--instead of coming from a paternalistic framework with often harsh,
invasive and seemingly punitive “treatments’--will leam from us as we work together to define
what wellness is for each of us on an individual basis and explore how to address and relieve

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

The hierarchical health care system will gradually become non-hierarchical as people understand
that health care professionals will not only provide care, but will also work with a person to
make decisions about their own course of treatment and their own life. Those of us who
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 a recovery vision for mental health services defy definition, they obviously

include:

e Cost effectiveness. As we learn safe, simple, inexpensive, non-invasive ways to

reduce and eliminate our symptoms, there will be less need for costly, invasive
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If the symptoms should become that severe, people may have developed their own personal
crisis plan--a comprehensive plan that would tell close supporters when they need to step in and
take over responsibility for their care, and exactly what these supporters need to do to keep the
situation from becoming a disaster. These plans are working, protecting people and saving
lives. It allows those of us who experience symptoms to be in control, even when it seems as if

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 this work, may not have
developed a crisis plan or even be interested in having such a plan, or whose symptoms are so

severe or accelerate so rapidly that they become a danger to themselves or others.

While disagreement on this important topic is widespread, the authors, both of whom have been
at risk of self harm, agree that those of us who experience these symptoms need to be
accountable for our behavior--just like anyone else. If we let our symptoms escalate to the
point where they are a danger to us or someone else, or we have not developed crisis plans to
protect ourselves 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 criminal sentences. However, in the criminal justice system,

alternative forms of restraint should be used rather than methods which further exacerbate or
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traumatize us, as with any other person. There is no place for harsh restraining devices,

seclusion rooms and body searches.

Guideline for a recovery focus in service provision

The following guidelines for health care professionals should guide and enhance all recovery

work while decreasing resistance and lack of motivation

o Treat the person as a fully competent equal with equal capacity to learn, change,

make life decisions and take action to create life change, no matter how severe their

symptoms.

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

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

e Focus on how the person feels, what the person is experiencing and what the

person wants rather than on diagnosis, labeling, and predictions about the course of

the persons life.

o Share simple, safe, practical, non-invasive and inexpensive or free self help skills

and strategies 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 a day or visit is plenty.

Avoid nagging and overwhelming the person with feedback.

Pay close attention to individual needs and preferences, accepting individual

differences.

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

who is receiving the services as the “bottom line”.

Recognize strengths and even the smallest bit of progress without being paternalistic.

Accept that a person’s life path is up to them.

As the first step toward recovery, listen to the person, let them talk, hear what they
say and what they want, making sure their goals are truly theirs and not yours--
understanding that what you might see as being good for them may not be what they

really want.
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o Ask yourself, “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 medical

problems that are getting in the way of recovery?

e Encourage and support connection with others who experience psychiatric

symptoms

e Ask yourself, “Would this person benefit from being in a gfoup led by others who

have experienced psychiatric symptoms?”

The person who experiences psychiatric symptoms is the determiner of their own life. No one
else, even the most highly skilled health care professional, can do this work for us. We need to

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