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INTRODUCTION

If you are reading this handbook, someone in your family probably has been diagnosed with severe mental illness and your family members may be suffering through some hard times. This handbook has been written by members of the National Alliance for the Mentally Ill of Massachusetts (NAMI- Mass) and (NAMI – Virginia) who have experienced unnerving brushes with brain disorders and can empathize strongly with your feelings and uncertainties. We have published this guide to help your family and others cope and gain confidence and competence in your many perplexing roles: active management, quiet and loving support, steadfastness throughout the healing process, and advocacy. By helping families, we also hope to help persons with mental illness.
Each diagnosed mentally ill person will differ from every other ill person, even those sharing the same diagnosis. Each mentally ill person will follow a different path on the road to recovery. The timing and intensity of episodes will vary, as will the quality of advocacy, professional support, and mental health services.
Predicting how a mental illness will develop is difficult. Family member’s roles in helping the mentally ill person may not be significant at first, but over time they may become quite influential and a steadying influence in a treatment world that is constantly changing.

Who could have predicted that many large institutions for the mentally ill would disappear due to dramatically improved and continually improving medications? We have great hope. Nevertheless, progress toward recovery may be painfully slow, with awakenings, setbacks, surprises, and disappointments. There may be inappropriate behaviors, substance abuse, or rash or illegal acts as a response to inner personal tortures. As families learn to support and advocate, there may be appropriate and adequate treatment that leads the way to recovery.
We, the families of NAMI Mass and Virginia, wish you and your loved ones well on your journey and stand ready to help in anyway we can.

WHAT IS NAMI?

NAMI is a grassroots organization of individuals with brain disorders and their family members whose mission is to eradicate brain disorders and improve the quality of life of persons of all ages who are affected by them.
The primary functions of NAMI are support, education, and advocacy for consumers and their families; for research and services; and for the education of all professionals, providers, and the general public. An individual with a brain disorder is sometimes referred to as a consumer. When speaking of NAMI members in general, we speak of family and that includes the consumer as a family member. We speak of consumer when it is necessary to make the distinction.
NAMI promotes the prevailing scientific judgment that "severe mental illnesses" are brain disorders, which at the present time are neither preventable nor curable, but are treatable and manageable with combinations of medication, supportive counseling, and community support services, including appropriate education and vocational training. The causes of brain disorders are complex, and they are not understood thoroughly. There is a genetic component to some brain disorders. Although stress or drug and alcohol abuse can precipitate or aggravate episodes of an illness, they are not primary causes. NAMI's roots grew from the need of people for knowledge, understanding, sharing of grief, relief of guilt, mutual support, and mutual love. NAMI's membership is likely to be concentrated in families and consumers needing and seeking this same solace. Family means consumers and their parents, siblings, adult children, spouses, and other involved relatives.
While primary peer support is concentrated in local affiliates and conventions, all components of NAMI declare:
Together we can give each other strong support;

The illness is treatable;

You can survive as an intact family;

It's not anyone's fault;

You don't need to explain anything– we already know.

With dedication and unity, we have enormous strength through which we can accomplish constructive change.
WHAT IS MENTAL ILLNESS?

Mental illness is a term used for a group of disorders causing severe disturbances in thinking, feeling, and relating. They result in substantially diminished capacity for coping with the ordinary demands of life. Mental illnesses can affect persons of any age: children, adolescents, adults, and the elderly, and they can occur in any family. Several million people in the country suffer from a serious long term mental illness. The cost to society is high due to lost productivity and treatment expense. Patients with mental illness occupy more hospital beds than do persons with any other illness. Those with mental illnesses are usually of normal intelligence, although they may have difficulty performing at a normal level due to their illness.
Schizophrenia
Schizophrenia is one of the most serious and disabling of the mental illnesses. It affects approximately one person in one hundred. The disease affects men and women about equally. Its onset is usually in the late teens or early twenties. People with schizophrenia usually have several of the following symptoms

Disconnected and confused language

Poor reasoning, memory, and judgment

High levels of anxiety

Eating and sleeping disorders

Hallucinations-hearing and seeing things that exist only in the mind of the patient

Delusions – persistent false beliefs about something, e.g. others are controlling their thoughts

Deterioration of appearance and personal hygiene

Loss of motivation and poor concentration

Tendencies to withdraw from others
Unfortunately there are many myths about schizophrenia. People with schizophrenia do not have a "split personality" and are not prone to criminal violence. Their illness is not caused by bad parenting and it is not evidence of weakness of character. Their illness is due to biochemical disturbance of the brain.
Depressive Illnesses
Depressive illnesses are the most common of psychiatric disorders. They are generally less persistently disabling than schizophrenia. The primary disturbance in these disorders is that of affect or mood. These mood disorders may be manic depression (bipolar) in which the person swings between extreme high and low moods, or they may be uni-polar in which the person suffers from persistent severe depression. About six percent of the population suffers from an affective disorder –a major cause of suicide. Persons diagnosed as having bipolar illness usually have several of the following characteristics during a period of mania:
Boundless energy, enthusiasm, and need for activity

Decreased need for sleep

Grandiose ideas and poor judgment

Rapid, loud, disorganized speech

Short temper and argumentativeness

Impulsive and erratic behavior

Possible delusional thinking

Rapid switch to severe depression

Persons having depression (or depressive phase of a bipolar disorder) may have four or five of the following characteristics for two weeks or longer:

Difficulty in sleeping

Loss of appetite

Feelings of worthlessness, guilt and hopelessness

Feelings of despondence or sadness

Inability to concentrate

Possible psychotic symptoms

Suicidal thoughts and even actions

Other disabling mental illnesses include Asperser’s Syndrome, Attention-deficit/hyperactivity disorder, Borderline Personality Disorder, Bulimia Nervosa, Obsessive-compulsive Disorder, Panic disorders, Personality disorders, Post-traumatic Stress Disorder, Schizoaffective Disorder, and Tourette’s Syndrome.

These and other illnesses are described in detail on the national NAMI website: www.nami.org. Type the name of the illness you want to know more about in the search box on NAMI’s home page or click on "Inform Yourself" in the upper left hand corner, then choose "About Mental Illness." There is a Fact Sheet about each illness with symptoms, causes, medications, treatments, and links to other sites.
CAUSES OF MENTAL ILLNESS

The causes of biologically based brain diseases are not well understood, although it is believed that the functioning of the brain's neurotransmitters is involved. Many factors may contribute to this disturbed functioning. Heredity may be a factor in mental illness as it is in diabetes and cancer. Stress may contribute to the onset of mental illness in a vulnerable person. Recreational drugs may also contribute to onset, but are unlikely to be the single cause. Family interaction and early child training were once thought to cause mental illness; however, research does not support that theory any longer.
Can Mental Illness be Prevented? Cured?
Since the causes of long term mental illnesses are not known, there is no effective prevention at this time. More research is needed to determine causes and strategies of prevention. Likewise, there are no cures for mental illnesses. However, treatments can substantially improve the functioning of persons with these disorders.
What Are the Treatments for Mental Illness?
An expanding range of medications markedly reduce symptoms for many people. Electroconvulsive Therapy (ECT) can be a safe and effective treatment for some. Supportive counseling, self-help support groups and community rehabilitation programs promote recovery and build self-confidence. Housing and employment services enable some people to develop independent living skills, hold a job, and achieve a fulfilling life. Others may need support for most or all of their lives. Helping them achieve a sense of dignity with the highest degree of independence, productivity, and satisfaction with life is the goal.
WARNING SIGNS OF POSSIBLE MENTAL ILLNESS

Sitting and doing nothing; rocking or pacing

Friendlessness; abnormal self-centeredness

Dropping out of activities; decline in academic/athletic performance

Inappropriate hiding

Loss of interest in once pleasurable activities

Frequent or sustained crying for no apparent reason

Expressions of hopelessness; extreme pessimism about everything

Excessive fatigue or sleepiness, or persistent insomnia

Inability to concentrate or cope with minor problems

Irrational statements and/or peculiar use of words

Excessive fears or suspicions

Bursts of emotion unrelated or out or proportion to the situation

Hostility from a person formerly passive and compliant

Indifference in important situations

Apparent inability to cry, or to express joy

Inappropriate laughter

Unexplained severe anxiety or fearfulness

Changes in eating habits; gorging, purging, starving

Hyperactivity or inactivity or both

Deterioration in personal hygiene or grooming

Extreme washing, checking, or counting

Noticeable or rapid weight gain or loss

Hair pulling or other forms of self-mutilation

Unusual involvement in automobile accidents

Drug or alcohol abuse

Forgetfulness or loss of valuable possessions

Frequent moves or hitchhiking trips; running away

Bizarre behavior; skipping, staring, or strange posturing

Extensive, sustained hoarding

Excessive sensitivity to noises, light, clothing, or smells

Obsession with and collection of guns, knives, explosives, etc.

Violence directed towards objects, animals, others, or self

Fever or delirium

Reports of hearing voices or seeing sights unknown to others

Beliefs that are obviously contrary to fact

Delusions of grandeur or persecution (paranoia)

Please note: If a person starts talking about suicide, it’s important to call a doctor or crisis team “immediately”.
TREATMENT AND RESOURCES

Early recognition is crucial. Mental illness may show up in childhood, adolescence, young adulthood or later. Getting help for a young person in a school or academic setting can be eased by teachers and guidance counselors, who can alert parents of personality or behavior changes and aid in finding a therapist or psychiatrist (M.D.). Sometimes, however, the illness erupts suddenly, precipitating a crisis.

When a mental illness is suspected and a severe crisis in behavior occurs, family members are often at a loss as to what to say and do. It is most important to defuse the situation by establishing that you are genuinely concerned for your loved one’s welfare. Know what is most significant and valuable to the ill person. If you see that one approach is not working, back off and try another. Do not expect to know all the answers. Remember, because you are a family member, your experience with the person is extremely valuable. The following are suggestions for preparing yourself and members of your family for a possible crisis situation:

Keep a diary or thorough notes about:
(1) the ill person's diagnosis and medical conditions,
(2) medications being taken as well as medications not tolerated
(3) specific behaviors and actions that preceded and followed the crisis.
You may need to provide this information to the Crisis Team, the police and to mental health professionals. Plan and think ahead. Know what steps to take if the mentally ill individual gets out of control. Locate available sources for help such as emergency phone numbers (in some communities 911 will reach both fire and police departments), mental health crisis team or telephone number of the individual's therapist, helpful friends or neighbors and your local NAMI affiliate.   http://www.namivirginia.org   Keep these numbers posted by your telephone.

Consult ahead of time with your loved one’s social worker or psychiatrist or with the nearest Community Mental Health Center so you will know how to obtain services when you need them. As you deal with the situation, keep in mind that the mental illness is not your fault: nor is it the fault of the person who is in crisis. Mental illness involves a biochemical disorder of the brain, and it is diagnosed by its symptoms. It causes much distress to the person suffering from it. He or she may not be able to tell you how the mental pain is hurting. Learn about your local Crisis Team and how it operates. Call them before a full-blown crisis develops. You will then better able to evaluate the situation and ask for help when really needed. The Crisis Team and/or law enforcement officers should be called for threat of suicide or danger to any person or property. If you psychiatrist or the Crisis Team deems it necessary, the ill person may be hospitalized. Therefore, it is prudent to plan for voluntary hospitalization or emergency commitment. Call your local NAMI support group to help you put the situation in perspective and to carry on your personal life.

Selecting an appropriate person to treat your mentally ill loved one may be a disconcerting process of trial and error. Often more than one professional is involved in the process. These professionals are known as the Treatment Team
The treatment team often consists of:

Psychiatrists, who are physicians and will assess, diagnosis, and prescribe medications and possibly other treatment and Post Diagnosis care.

A surprise to most families new to psychiatric care is that generally the psychiatrists who treat patients in the hospital are not the same ones who treat them as outpatients.

Psychiatric nurses, who are specially trained and usually have major responsibility for treatment in hospitals, day programs, or medication clinics.
Therapists and/or Social Workers who are trained as counselors, and work with doctors, patients, and family members in the development of on-going treatment and discharge plans and help access community resources.

Clinical psychologists, who may be involved in administering diagnostic tests, conducting individual or group sessions for patients, and planning care both inside the hospital and after discharge.

Mental Health Counselors, who have a Master’s Degree, and two years of supervised work may provide services that are reimbursable by insurance.
Dual diagnosis services are treatments for people who suffer from co-occurring disorders-mental illness and substance abuse. Research has strongly indicated that to recover fully, a consumer with a co-occurring disorder needs treatment for both problems; focusing on one does not ensure the other will go away. Dual diagnosis services integrate assistance for each condition, helping people recover from both in one setting, at the same time. Dual diagnosis services include different types of assistance that go beyond standard therapy or medication: assertive outreach, job and housing assistance, family counseling, even money and relationship management.
The Program of Assertive Community Treatment (PACT) is an effective, evidence-based, outreach-oriented, service-delivery model for people with severe and persistent mental illnesses. Using a 24-hours-a-day, seven-days-a-week, team approach, PACT delivers comprehensive community treatment, rehabilitation, and support services to consumers in their homes, at work, and in community settings. It is not available in every area. For detailed information to help you decide if the PACT model is available for you and right for your family, visit www.nami.org and type "PACT" in the search box or call your local Community Service Board to determine if this program is available in your area
.

MEDICATIONS
Medications can be very useful in helping people who are mentally ill to think more clearly and gain control of their thoughts and actions. Words such as "psychotropic" or "psychoactive" (affecting mood, thought, emotions, and behavior) are generally used more or less interchangeably. They refer to certain drugs prescribed by a licensed physician, preferably a psychiatrist. Prescription writing power has been extended to nurse practitioners and psychiatric nurse mental health clinical specialists, who can provided the nurses' prescriptions include the name of a physician with whom the nurse has signed an approved guideline agreement.
The effectiveness of a particular medication may help determine a doctor's diagnosis of a patient's mental illness. Each person reacts differently to a medication or combination of medications. Dosages should be individually tailored and may need to be adjusted from time to time. Most drugs may take several weeks to become fully effective. Many families new to psychiatric treatment are dismayed at the number of different medications that are prescribed concurrently. The taking of several different medications at the same time is known as "polypharmacy" and it is not unusual.
All psychotropic medications have side effects and may cause risks; sometimes a stay in the hospital, with thorough monitoring, may be necessary until stabilization is achieved. Side effects may be temporary, continual or appear only after long-term use. Dosages should be carefully checked and adjusted or fine-tuned to be most effective and yet minimize side-effects.
Anti-seizure medications, such as Depakote (evaporate) or Tegretol (carbamazephine) may be added to increase the effectiveness of anti-psychotic drugs, helping to prevent disruptive or disturbing thoughts, hallucinations, delusions, and antisocial behaviors. They often enable an ill person to function and be receptive to therapy or other psychoactive drugs. The patient or a family member should keep records of medications taken, dosages, and dates begun or terminated. Each drug has both a trade or commercial name and a generic name.
The ability of people who are mentally ill to handle their "meds" should be weighed and watched by family, friends and clinicians. The use of alcohol could seriously impair a patient's rational use of medication and therefore is discouraged.
If the person stops taking his or her medications or overdoses, this should be noticed and reported to the physician promptly. Quick action may be required to avert a crisis or deal with adverse reactions or regression in the absence or medications.
Some mentally ill people in the community may need extra help or stronger measures to make sure they take their medications properly. People with mental illness can devise clever ways to fake taking their medications. Furthermore, "life style" agents such as caffeine or nicotine can interfere with desired effects.
Do not be discouraged. If medications do not seem to be helping, new drugs and new uses for existing ones are continually being tested and reported. Better treatments are on the way!
For a detailed description of a particular medication, including side effects, type its name into your browsers’ search engine, or www.Google.com. Pharmaceutical companies have web sites that give extensive information about the medications they manufacture, as well. Again, type the name of the company into your search engine to get to the website.
"Ask the Psychiatric Pharmacist" is a new section of the NAMI Web site where board-certified psychiatric pharmacists write and answer questions that they experience in the course of their work with individuals with mental illness.  These questions are provided by members of the College Psychiatric and Neurologic Pharmacists (CPNP) (www.cpnp.org), who also write NAMI's medication  fact sheets.
CPNP is pleased to provide this service to consumers and caregivers and welcomes your input for future columns by emailing  info@cpnp.org.
NEED THIS REWRITTEN FOR OUR COMMUNITY
ACCESS TO MEDICATIONS

NAMI has developed a story bank for consumers and families that have been supported in their recovery by access to medications AS WELL AS those whom have been challenged in their recovery by LACK OF ACCESS to medications. Shared stories shed light on the challenges consumers and families face—putting a human face on the tragedy of failed access and the hope for recovery that access supports is one of the most effective ways NAMI can advocate for our mission. Please share your story with other consumers and families in Massachusetts and other advocates with whom you are working. The story bank will support the NAMI Massachusetts Campaign for the Mind of America in securing access to medications and treatment in its advocacy efforts. Contact the NAMI Mass office 781-938-4048 or e-mail: namimass@aol.com If you would like more information or want to share your story.
DAILY LIVING

Medications cannot do it all. People suffering from mental illness continue to need respect, support and love of friends and family, who can also help and encourage optimal use of medications. In order to best fulfill their helping role, families should try to maintain contact with therapists or social workers, in hospital as well as community settings. Do not be afraid to ask questions about medications and discuss what you have read in books, and other publications.
It will not help to argue or deny that what your relative is seeing, hearing and feeling is real. Instead, assure him/her of your love and understanding, that what they are experiencing is real only to them, and that you want to help. Honesty is always essential. Your relative needs to know that he/she can trust you. Discuss commitment if this is a possibility. Do not make threats unless you plan to follow through.
Do not be discouraged if your loved one does not comprehend what you are saying when he/she is psychotic. Even though the thoughts of the person who is ill are disordered, he/she may perceive and remember later.
In extreme circumstances, you may have to get a restraining order from the court. If the order is violated, you may have in hand the only certain way to get help from the Crisis Team and other authorities.
HOSPITALIZATION: VOLUNTARY OR INVOLUNTARY
As the number of state hospitals has decreased, the current trend is to send patients to general or psychiatric hospitals for acute care. If the ill person presents a severe danger to him or herself or to others, a secure ward will be needed. A private hospital may be used, but not all private mental hospital units have secured wards. State mental hospitals usually have secured wards.
Another reason for care in a state hospital may be financial. Private hospitals usually keep the patient for a limited stay, depending on health insurance coverage. At the end of this time, the ill person may have to be transferred to a state psychiatric facility or discharged.
While hospitalized in a safe environment, the mentally ill person will be observed and diagnosed; proper medication will be determined (in part by trial and error) and therapy offered individually, in groups or with the family. When the patient is discharged, the family will be an important therapeutic element. The family will need to prepare by keeping close contact with the psychiatrists, social workers, support groups and the case manager, in order to learn as much as possible about the medication and the necessary home therapy environment. If it is determined that the family may not be able to deal with the situation, then the discharge may be to a halfway house or group residence, rather than to the family home. The family can benefit during this whole process by connecting with the support groups through the hospital or through a local NAMI affiliate.
In an emergency situation when the patient is deemed to be a danger to him/her or others, it is sometime necessary to arrange for involuntary hospitalization.

For information about the legal considerations of an involuntary hospitalization, consult the "How to Get Help" section on the NAMI Virginia website (www.namivirginia.org).
IS THERE ANYTHING LIKE THIS IS VA
The Mental Health Legal Advisors Committee, Supreme Judicial Court, Commonwealth of Massachusetts, has prepared a Mental Health Law Guide, a collection of pamphlets that discuss the rights of people with respect to hospitalization, their rights while an inpatient in a mental health facility, their rights with respect to medication, and other matters. A copy of the Guide can be obtained for a suggested donation of $35 (as of August, 2004). Call 800-342-9092 for further information or visit their web site: www.state.ma.us/mhlac for an order form 
HOSPITALS AND PROGRAMS IN THE COMMUNITY

General hospitals provide acute care services (usually limited to a maximum stay of 21 days). Often, admissions are limited to voluntary patients.
Private hospitals provide short-term, intermediate and long-term care services, usually at a higher cost, with probable need for approved insurance coverage or guaranteed payment. Some questions you should ask when considering a private hospital are:
What is the treatment philosophy of the hospital? You must be the judge as to whether you think the facility is appropriate.
How much is it going to cost?
How does the hospital view the role of the family in relation to the patient?
What kind of relationship does the hospital have with the community in terms of resources (housing, day programs, outpatient treatment, etc.)? This can be critical when the patient is discharged and needs access to community programs.
Does this hospital have a secured unit?
IS THERE ANYTHING LIKE THIS IS VA?
Is this institution a member of the “Massachusetts Association of Psychiatric Hospitals”? If so, who is the ombudsperson?
Ideally, treatment for dual diagnosis should be provided in integrated settings, where all patients receive education to make better decisions about substance use in the context of their ongoing psychiatric treatment, and where addicted patients can receive intensive addiction treatment geared for individuals with psychiatric disabilities. Such programs are gradually becoming available, but more resources are still needed for this population.
Crisis Intervention Services assist those who are in psychiatric crisis. An emergency outreach team provides 24 hour services to help people through a crisis and prevent unnecessary hospitalization. In trying to assess the situation, the crisis responder may ask to talk on the telephone with the ill person as well as the family member. If warranted, the crisis team member will visit the patient, sometimes accompanied by police personnel.
If the person is gravely disturbed or potentially dangerous to self or others and is unwilling to go to the hospital for help, the police can help. They can transport the person to a hospital and usually can sign for involuntary treatment. They often work in concert with the Crisis Team.
Community Mental Health Centers provide emergency assessment and services, community placement, medical supervision, and treatment and case management in the community for people with mental illness. They may also provide information and services to families. Community Service Boards (CSB) are federal and state funded facilities that provide treatment for persons with mental illnesses. Some communities have private and/or publicly-funded drop in centers to supplement out-patient or therapy services, as well as temporary shelters or safe-homes for adolescents. Not all Virginia cities and towns have CSBs, but many have community clinics whose services are paid through clients’ Medicaid.
Community Residences (also known as half-way houses) provide housing with varying degrees of support.  Information on Community Residences can be obtained by speaking to your local CSB.  The goal is to match the level of support with the individual needs of the client. Some community residences require "high intensity" staffing. Staffing and programs provided in these residences provide intensive treatment and supervision as well as social and vocational rehabilitation in a less restrictive environment. They are generally considered among the most effective ways of treating long-term forms of mental illness. Questions to ask about each potential housing program:
For whom is the housing appropriate?

Is the housing transitional or long-term?

How many hours of supervision are given per day or week?

Are residents required to be in a day program activity?

Does it supervise the taking of medication?

Who pays for it?
Many former patients need some kind of day program, activity or job. Communities vary as to what services they provide. Some provide psychosocial centers that teach skills of independent living. Others have psychiatric day programs linked to hospitals or community mental health centers. These programs offer structured programs that serve as a transition from hospital to community.
Case Management Services assist individuals in assessing and making choices about opportunities and services in the community. They can facilitate arrangements for an appropriate array of living arrangements and services for each client’s needs.
Social Clubs, Clubhouses or Drop-In Centers offer services by and for consumers. Services include peer self-help, advocacy, respite care, hot-lines, socializing, food banks, supported employment opportunities and similar non-clinical services. There are presently 14 clubhouse programs in the state.
Rehabilitation Programs: Psychosocial rehabilitation programs include the following: employment-related training and services, social and recreational skills training, and support in the development of skills necessary for independent living. Limited services are available through Community Service Board, some Social Clubs and through some private hospital programs.

IS THERE ANYTHING LIKE THIS IS VA?
Boston University (B.U.) Center for Psychiatric Rehabilitation offers two rehabilitation programs: The Career Education Program is a classroom model and the Career Support Services is a one-to-one coaching model. For further information on these programs, call 617-353-3549. If you are interested in learning about other rehabilitation programs throughout the state, they will be able to suggest possible programs in other areas.
IS THERE ANYTHING LIKE THIS IS VA?
The Massachusetts Rehabilitation Commission, (617) 492-0360, also provides a variety of related services through its regional offices. They offer some good training programs. Because money is tight, one may have to be very persistent to get services, but it may be worth the effort.
Educational Programs and Supported Education: Many colleges have programs for learning disabled students. Mental illness would qualify a student for equal opportunities under provision of the Americans with Disabilities Act (ADA) as well as for services under most schools’ learning disability programs. Due to the disruptions caused by both the illness itself as well as side-effects of medications, people with mental illness might need the following services: privilege to take fewer courses and still be classified as a full time student, tutoring, academic support, peer counseling and learning aids such as word processors, mote takers, untimed tests, tape recorders and computers.
The Boston Public Library maintains complete information services on higher education and preparation for the General Education Development (GED) test for a high school equivalency diploma. Telephone 617-536-0200 or visit the website (www.bpl.org).
Getting financial aid for an education program may not be easy, especially when a mentally ill person first embarks on this effort. Success in the first year or term may qualify one for some assistance. Another not much publicized route is called Plan for Achieving Self Support (PASS), available to disabled recipients of Social Security assistance. For help in applying for this program or for other forms of assistance in pursuing higher education, consumers should call their local Social Security Office. (www.ssa.gov)
FINANCIAL AND LEGAL CONSIDERATIONS

Federal Programs: SSI, SSDI, Medicaid, Medicare. Both SSI (Supplemental Security Income) and SSDI (Social Security Disability Insurance) are designed to provide monthly income to people with severe, long-lasting disability that would preclude self-supporting work. SSI is based upon need; information about living costs and resources must be supplied to qualify. SSI may also be available for a child in residential treatment. SSDI eligibility is based upon both disability (same medical requirements as SSI) and work history, including age. You may apply by telephone, 800-772-1213, 7 a.m. to 7 p.m. business days, by mail or in person at your local Social Security Administration Office. Since benefits are retroactive to the first application, if approved, early application and persistent follow-up are advantageous. It is recommended that you make a copy of anything mailed to these agencies and that they be send "Return Receipt Requested" at the Post Office.
If benefits are denied, the ruling may be appealed by requesting :

(1) a reconsideration,

(2) a hearing before an administrative law judge,

(3) a review of the decision by the Appeals Council, or

(4) civil action in federal district court.

You have 60 days to appeal between each level of ruling.

SSI payments may go directly to the claimant or to a representative payee if the person disabled by mental illness cannot manage funds, can begin immediately after disability and eligibility are established. SSI recipients in Massachusetts automatically receive Medicaid simultaneously. SSDI payments can start the sixth month after established onset of disability. After two years on SSDI, the disabled person will automatically receive Medicare benefits. Social Security programs allow a disabled person to earn limited amounts each month and keep limited savings while benefits continue, and a variety of work incentives are available for those attempting return or entry to work.
To learn more about benefits and eligibility, you should read SSA publications Nos. 05-11000 on SSI and 05-10029 on Disability and inquire further about your particular situation. Be sure to check on continued eligibility periodically, especially upon confinement in a mental hospital or state institution. (www.ssa.gov)
NEED HELP TO REWORD THIS FOR OUR COMMUNITY. 

STATE AND LOCAL ASSISTANCE AND PROGRAMS

While awaiting Federal aid, a needy mentally ill person may qualify for state assistance through the Department of Public Welfare.
People disabled by mental illness may be eligible for subsidized/low income housing programs, such as public housing for the elderly and disabled administered by local housing authorities. One may apply in more than one municipality, since waiting lists may be several years long.

Other forms of aid, possibly available through the Department of Public Welfare, include food stamps and Emergency Aid to Elderly and Disabled (formerly called General Assistance), but these Federal and state-funded programs have been curtailed sharply in recent years. People not receiving SSI may become eligible for Medicaid by applying to their local Department of Public Welfare office: "MASSHEALTH" low-cost health insurance may be available for a mentally ill child or adolescent whose family has limited income.

Although the state Department of Mental Health continues to fund many types of programs for mentally ill people, such as housing, clubhouses, outpatient services, day treatment centers and emergency services, these are now being "privatized," i.e. delivered by a contracted vendor rather than by the state directly. Presently case management, state hospitals (though not necessary all services of these hospitals) and general administration are among the few services supplied directly by the Department of Mental Health. Having been in a state mental hospital and/or qualified for Medicaid helps get state assistance.

GUARDIANSHIP AND CONSERVATORSHIP

A guardian is a person appointed by the court to handle both the personal and financial affairs of another person or "ward who is incapable of handling his or her affairs due to mental illness or other disability.

A conservator handles only the ward's financial affairs, leaving the ward to make personal decisions. After age 18, all Virginia residents are legally considered to be; “on their own”. Only through court action can anyone legally be appointed guardian or conservator. Since controlling someone else's right to make decisions is a serious step, often irrevocably depriving an individual of "inalienable" rights, all alternatives should be carefully considered:

Can the mentally disabled person get by with the advice from family and friends?

Can the mentally disabled person be taught improved living and decision-making skills?

Can financial assistance such as direct deposit, special bank accounts, trusts, durable power of attorney or representative payee for benefits checks be set up on a temporary or long-term basis?

Does the mentally disabled person have enough income to require conservatorship?

Guardianship could be limited to certain areas of decision-making such as medical treatment. The use of guardianship or conservatorship could undermine the already damaged confidence and self-esteem of a person confronting mental illness and cause more harm than good by hindering recovery or beneficial effects of treatment. Most alternatives to guardianship or conservatorship can be adjusted or reversed as an individual’s needs and abilities change, but only the courts can turn off or alter guardianship and conservatorship.

WILLS AND ESTATE PLANNING

Family members play an important role in helping relatives who are disabled by mental illness, but many are concerned about what will happen when they are no longer able to do so or are no longer alive.

Many lawyers can help families plan estates and trusts for disabled beneficiaries in ways that will prevent invasion of estates and trusts for "cost of care" reimbursement and supplement but not interfere with services and entitlements provided by the federal and state government, such as housing, case management, SSI, SSDI, Medicaid and Medicare.

Trustees must file tax forms annually and must keep abreast of new laws as they might affect the operation of the trust. Remember: Money willed directly to a disabled person could cause cancellation or suspension of all of the person’s financial (entitlement) support programs until the money is spent down to an established threshold.

Families also need an organization to act in their place ensuring that the disabled family member receives government entitlement benefits and the best possible quality of care from the mental health system, whether the member is in the community of in the hospital. Here is where a PLAN type organization could help. In many states these organizations have been set up jointly with advocacy groups for retarded or other disabled citizens. PLAN-sponsored support services can be put in place while families are still alive and responsible, to supplement and reassure continuity of caring.

NEED HELP WITH ALL THIS TOO. 

HEALTH CARE INFORMATION AND DECISIONS

If the ill person is willing, family members may wish to ask him or her to execute 

(1) a health care proxy and (2) a document authorizing a health care provider to disclose protected health information. The use of a health care proxy in Massachusetts would allow a competent adult to authorize another person to make health care decisions on the individual's behalf. However, the health care proxy would not take effect until a doctor decides that the individual is incapable of making health care decisions. More information, including copies of possible Massachusetts health care proxies, may be found by conducting a search on the internet on "Massachusetts health care proxy." In addition to executing a health care proxy, an ill person could seek to authorize health care providers to disclose health information to designated family members pursuant to a written authorization which would not be dependent upon the ill person being incapacitated. People who want to use a health care proxy or a written authorization may want to pursue these matters further with specific health care providers and/or a legal advisor.
(2) Even if a health care provider is unwilling to communicate with a family member, family members may supply the health care provider with whatever written health information they would like to share. Letters or e-mails are preferable to telephone messages. If time is of the essence, a telephone message should be confirmed with some kind of written documentation.

STRAYING, MISSING OR HOMELESS
Some people who are mentally ill may feel a need to escape from their environment. Many families have had their mentally ill relatives missing for various lengths of time. Sometimes the ill person may call a family member or friend periodically or let him/herself be found in a hospital, shelter or jail. Some may vanish completely, however, possibly eluding much-needed treatment. As soon as you are certain your ill relative is missing, you should call the local police, requesting that the person be placed on the Police Missing Persons’ List nationwide.

Pamphlets describing what to do when a person is missing and what to do when he or she is found are available at the NAMI Mass office, 781-938-4048 or on-line at www.nami.org. Search on missing person. There is also information about what to do if one’s family member has to deal with the criminal justice system.

ADDITIONAL SUPPORT:

There are a variety of NAMI support groups for consumers and families throughout Virginia. Local affiliate contacts can be accessed by visiting http://namivirginia.org or call (804)285-8264 or (888)486-8264

LOCAL SUPPORT GROUPS:
There are a number of support groups throughout the state that can provide understanding, comfort, hope and help for mental health consumers as well as the family members and friends who care for them. Most of the groups listed here are facilitated by trained volunteers. It is always a good idea to call the contact person before attending because meeting dates, times, and locations may change.

LOCAL EDUCATION PROGRAMS:
 Family-To-Family is the flagship education program of NAMI. The program is designed for family members of persons who are affected with a serious brain disorder. This twelve-week course is offered free of charge through a grant from the Virginia Department of Mental Health and in cooperation with NAMI National and NAMI-Virginia. The program was developed by family members and mental health professionals.

Family-To-Family is taught by two trained volunteer family members from the local NAMI affiliates. The course meets in one weekly session of two and one-half hours for twelve consecutive weeks. Class size is limited to approximately 20 people who must be pre-interviewed by the educators before the course.

Family-To-Family utilizes a variety of teaching techniques and includes the following topics:

Information about Bipolar Disorder, Major Depression, Schizophrenia, Borderline Personality Disorder, Panic Disorder and Obsessive Compulsive Disorder (OCD)

Coping skills, handling crisis and relapse

Listening and communication techniques

Problem solving and limit setting; rehabilitation

Understanding the actual experience of people suffering from mental illness

Self-care; learning how to recognize normal emotional reactions among families

Basic information about medications and their side effects

Information about connecting with appropriate community services and community supports

Advocacy for better services, fighting discrimination and stigma
NAMI-Hampton/Newport News provides this program twice a year. Contact 757-503-0743 for start dates. 
NAMI CONNECTION 
Recovery Support Group is in the process of development for our community and will be available in the very near future. Contact Cheryl DeHaven at 757- 788-0028 for dates, time and location.

NAMI Hampton/Newport News Weekly Family Support Group
This group meets every Wednesday at 500 Medical Drive, Hampton, VA at 6:00 PM

NAMI Hampton/Newport News General Membership Meeting
This meeting is held at 100A Medical Drive, Hampton, VA at 6:00 PM. on the first Monday of each month.

NAMI Hampton/Newport News Business Meetings
This meeting is held on the third Monday of each month at 100A Medical Drive in Hampton, VA. At 6:00 PM. 
DO WE HAVE ANYTHING LIKE THIS IS OUR COMMUNITY?
CHILDREN'S CHALLENGING BEHAVIOR is a day long program devoted to helping parents, professionals, and other care givers of children with mental illness information and resources.  It will be available throughout Massachusetts starting in 2008.

There are several books that are helpful for a family with a mentally ill member. An excellent one to begin with is A Sourcebook for Families Coping with Mental Illness, edited by Michael R. Berren, Ph.D. It is available from the Community Partnership of Arizona. E-mail Dr. Berren at shoestopm@yahoo.com to order a copy.

An extensive bibliography has been compiled and is updated regularly by the NAMI Mass Education Committee. Go to www.namimass.org. Click on the link at the bottom
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	NAMI Virginia
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	http://namiviginia.org
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	SUICIDE FIRST CALL for Help
	594-4636
	

	Narcotics Anonymous
	875-9314
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	911
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