

A practical guide for staff and others in respecting the rights of individuals in real life situations.
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This handbook is dedicated to the 34,000 people who receive services from the Massachusetts Department of Developmental Services.  They deserve the respect and support to which they are entitled as human beings and citizens of our commonwealth.

Thanks to the following:
· Jason Bodwell – Self Advocate
· Maria Cassidy - Residential Services Director, Northeast Residential Services
· Liz Kolios – Self Advocate
· Patty Maguire – Self Advocate
· Monica Mascaro – Self Advocate
· Rich Salandrea – Human Rights Specialist, Department of Developmental Services
· Rich Santucci – Associate Director, Northeast Residential Services
“Every individual has a place to fill in the world and is important in some respect whether he chooses to be so or not.”
Nathaniel Hawthorne
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Introduction
Mission Statement

The Department of Developmental Services is dedicated to creating, in partnership with others, innovative and genuine opportunities for individuals with mental retardation to participate fully and meaningfully in, and contribute to, their communities as valued members

Guiding Principles

1 Respect the dignity of each individual through vigorous promotion of the human and civil rights which, in part, strives to keep people free from abuse or neglect; 

2 Promote the capacity of people with mental retardation to exercise choice and to make meaningful decisions in their lives;

3 Empower individuals and their families to speak out for themselves and others, initiate ideas, have choices and make decisions about supports, consistent with available resources;

4 Enhance public awareness of the valuable roles persons with mental retardation assume in society through promotion of physical and social integration;

5 Recognize that realizing one's potential takes courage, skills, and supports;

6 Support the dignity of achievement that results from risk-taking and making informed choices, while recognizing that the Department's role in supporting consumers to minimize risk to themselves and ensuring that their choices do not infringe upon the rights of others;

7 Recognize that services providing meaningful benefits to individuals require a commitment to ongoing monitoring and evolutionary change;

8 Provide access to services through a single, local, and familiar setting;

9 Assure that ethnic and cultural diversity of each individual and staff are valued and respected in the design and delivery of services;

10 Ensure that services and resources are flexible, cost effective, allocated according to standards of fairness and equity, and provided in the least intrusive manner possible;

11 Operate according to sound fiscal and management practices which lead to the responsible use of public funds;

12 Operate with an appreciation for the responsibilities that come with public service.

What are human rights?

Human rights are those rights, developed over the course of human history, which all people possess by virtue of being human beings.  In the field of developmental disability support, “human rights” refers to special remedies for historical violations, by state government, of the Constitutional, legal and civil rights of people with developmental disabilities.  In Massachusetts, these remedies were ordered by the United States Federal Court system.  The remedies took the form of  Human Rights Regulations, which make certain that this history of mistreatment would not be continued or repeated.
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Some History
Violations of such rights originated in 19th-  and early 20th-century public policies and laws based on now-discredited understandings of developmental disability.  The violations were carried out through and during involuntary institutional placement of people for the express purpose of segregation and confinement.  

The residents of such institutions and their family members and other advocates initiated a series of lawsuits in Federal Court beginning in the 1970’s.  The specific Constitutional right used to apply those remedies was the right to due process, which prohibits government from denying or restricting life, liberty or property without proving a compelling public interest or an unreasonable risk requiring such restrictions.

The Code of Massachusetts Regulations at Section 115, Chapter 5, entitled “Standards to Promote Dignity”, is commonly referred to as the “Human Rights Regulations.”  They specify remedies for the historical rights violations.  Every right specified is based on one or more lawsuits to contest the violation of that right.  Hence the “rights” function as special remedies meant to protect the already-existing Constitutional, civil and legal rights to which people receiving supports are entitled regardless of disability.

Human Rights Regulations
Which Rights are Protected?

The Human Rights Regulations
The Human Rights Regulations speak to the manner in which individuals are to be treated.  Some portions of the regulations list specific activities that individuals are entitled to engage in.  Some portions talk about choices and decisions that individuals are entitled to make.  Other parts of the regulations focus on the way in which staff are to interact with the individuals and in the way that they are to provide support.

The section of the regulations which pertain to manner in which individuals are to be treated are called the Standards to Promote Dignity.  The first portion is titled General Principles.  It speaks to the rights of individuals to receive services which will enable them to be safe, dignified, to have choices, to have a meaningful and productive life in the community.  The supports should be the least restrictive that is possible.  Individuals have the right to live, work and experience life in the same way that anyone else would.  

It is important to remember that people have the right to receive services which will support their success.  Failure to provide adequate services can be considered to be neglectful.  

It is also important that services be provided in the least restrictive way that is possible.  Certainly, at times individuals need to have restrictions which will keep them safe and healthy.  However, the restrictions should not be excessive.  Services should be geared to helping individuals learn to manage their own behavior and health needs to the degree that is possible in order to lessen the need for restrictions.  

In all instances, individuals should be treated with respect and dignity.  
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“Treat me with respect and dignity, I’m a decent guy, get to know me better”.

Jason Bodwell, self advocate

The Regulations

Services and supports are to be designed to provide meaningful assistance to people.  The Services and supports are to be provided in a manner that promotes:

(a)   Human dignity;
(b)   Humane and adequate care and treatment;

(c)   Self‑determination and freedom of choice to the individual's fullest capability;

(d)   The opportunity to live and receive services or supports in the least restrictive and most typical setting possible;

(e)   The opportunity to undergo typical developmental experiences, even though such experiences may entail an element of risk;  provided however, that the individual's safety and well‑being shall not be unreasonably jeopardized; and

(f)   The opportunity to engage in activities and styles of living which encourage and maintain the integration of the individual in the community.  This includes supporting the individual to be age appropriate with respect to:

1. Personal appearance

2. Recreation and leisure time activities

3. Possessions 

4. Communication by staff

5. To live in a home which is safe, comfortable and attractive

6. To have Privacy
7. To be Free from discomfort
The next portion of the regulations is titled “other rights of individuals” It consists of a list of specific rights that individuals are guaranteed.  

Specific Rights

1 the right to make and receive phone calls and the support from staff to do so

2 the right to send and receive mail and the support from staff to do so

3 the right to receive visits and to visit others.  There can be reasonable restrictions placed on the time or place of the visits if it would impact housemates.  There can also be restrictions on visits where there is an imminent threat of harm
4 Individuals cannot be photographed, filmed. interviewed, put on lists, or even identified as being a person with a disability without giving their permission  

5 the right to access food, water, clean and appropriate clothing,  and recreation.

6 the right to have and keep personal possessions

7  the right to privacy

8 the right to refuse services including medications

Looking deeper into the regulations.

There are a number of complex issues which pertain to human rights, which may require some interpretation of the regulations.  

* Some individuals have guardians who are empowered to make some decisions on behalf of the individual. The individual may not always agree with the decisions that are made by the guardian.  

* Service providers have a responsibility to insure that individuals are safe and healthy.  Individuals have the right to take reasonable risks in order to undergo typical life experiences.   These two principles may conflict with each other.  A key word to consider is reasonable.  

* Sometimes choices that are made by one individual may impact the rights of another individual; the right to have visitors may affect a roommate if the visit occurs at night when the roommate may want to go to bed.

“Disability is a natural part of the human experience, and in no way diminishes the rights of individuals to live independently, enjoy self determination, make choices, contribute to society, pursue meaningful careers, and enjoy full inclusion and integration in the economic, political, social, cultural and educational mainstream of American society”.


Federal Legislation and the Rehabilitation Act Amendments of 1992
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“Life’s most urgent question is what are you doing for others?”

Martin Luther King Jr.

Protecting Rights
What systems are in place to protect these rights?

1 Each agency has a human rights committee.  This committee will review the policies and practices of the agency including behavior plans, restraint reports, and restrictive procedures.  They may also review specific complaints or grievances which are brought to their attention by the human rights coordinator or one of the human rights officers.

2 Each agency has a human rights coordinator, who acts a liaison to the human rights committee.  The human rights coordinator makes certain that the committee has all the information that they need in order to conduct their reviews 

3 Each home has a human rights officer who is known to the individuals and to the families and other staff.  The human rights officer helps to insure that human rights training occurs.  Individuals, families and staff all receive human rights training.  

4 the human rights officer can advise individuals, other staff and managers about human rights concerns, suggestions and issues

5 The human rights officer can also report complaints or grievances to the human rights committee, through contacting the human rights coordinator.

6 If there is a suspicion of abuse or neglect all staff are mandated to report it to the Disabled Persons Protections Commission.  They will investigate the case or will refer it to another group for investigation  

7 The DDS has an office of human rights.  There is a human right specialist assigned to each Region.  The specialist is a source of information about policies, procedures and regulations.
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Who do I report to when I suspect that rights are being violated?

Police – call 911 if a crime has been committed

D.P.P.C. –24 hour hotline 1-800-426-9009
All complaints about abuse, mistreatment or neglect are reported to the DPPC.  They may investigate or refer the case to the attorney generals office if they believe that a crime was committed.  They may refer the case to the DDS investigation unit if they do not deem it to be of a most serious nature or if there is not evidence of significant injury to the individual.  If the investigation unit feels that the case does not rise to the level of being mistreatment or neglect, yet does believe that there was wrong doing, they can refer it to the local area office.  The area office will work with the provider agency to determine the facts of the case and to work out a resolution that addresses the issue to insure that it does not happen again                   

Human Rights Committee – You may be concerned about situation whereby you think that a person is not being supported to exercise their rights, but it is not a case of abuse or neglect that would warrant calling the police or the DPPC.  You can contact your agency’s human rights committee. The committee can review policies and practices of the agency which limit a persons opportunity to exercise their rights, while not rising to the level of abuse and mistreatment which would meet the criteria for DPPC or the DDS investigations unit.  You could contact the committee through the Human Rights Officer at your work location or through your agency’s Human Rights Coordinator.  

Looking Deeper at definitions
Definitions of  Abuse/Mistreatment

Abuse: MGL Ch. 19C prohibits abuse of disabled individuals ages 18 through 59 by caretakers; abuse is a deliberate, negligent, or reckless act or omission by a caretaker toward a disabled person agesn 18-59 resulting in serious physical or mental injury.
Mistreatment: 115 CMR 9 prohibits mistreatment of individuals served by DDS and agencies under DDS contract; mistreatment is an incident or condition which is dangerous, illegal or inhumane which exposes the individual to a serious risk of injury, including violations of the human rights regulations.
HUMAN RIGHTS GRIEVANCES

COMPLAINTS OF ABUSE OR MISTREATMENT

If your complaint is about abuse or mistreatment, you have the right to file a complaint through the Disabled Persons Protection Commission (DPPC) by calling 1-800-426-9009.  The staff and your Human Rights Officer are required to help you if you wish.  

WHEN SHOULD YOU CALL DPPC?

· If there has been a physical injury which was caused by the abuse or neglect from staff

· If there has been emotional or psychological trauma as a result of abuse or neglect from staff

· If you were exposed to risk as a result of abuse of neglect from staff

· If you are the victim of a crime
COMPLAINTS ABOUT HUMAN RIGHTS

If your complaint is about your rights, you have the right to have it brought to your Human Rights Committee; you also have the right to speak to the Human Rights Committee directly if you wish; your Human Rights Officer can help you with this if you wish, and is required to contact the Human Rights Coordinator or Human Rights Committee Chairperson for you to speak with the Committee.  
WHEN SHOULD YOU MAKE A COMPLAINT TO THE HUMAN RIGHTS COMMITTEE

· If there are “house rules” that prevent you from full exercising your rights

· If staff are not supporting you to exercise your human rights

· If you are not being treated with respect

· If you are not happy with your services
HOW DO YOU KNOW IF YOU SHOULD CALL DPPC OR IF YOU SHOULD FILE A COMPLAINT WITH THE HUMAN RIGHTS COMMITTEE?

· Call DPPC if there was an injury or the risk of an injury, if there has been a crime committed, or if staff mistreatment/abuse has really upset you

· Contact the human rights committee if you feel that you are not getting all of your rights met – but nobody is hurting you.

SOME EXAMPLES
1. If a staff person has hit you – call the DPPC

2. If a staff person won’t let you watch the TV program that you like – file a complaint with the human rights committee

3.  If the staff tell you that you that you have to go to bed at a certain time and you don’t want to-  file a complaint with the human rights committee

4. If a staff person is stealing your money – call the DPPC
NAMES AND PHONE NUMBERS YOU SHOULD KNOW:

Disabled Persons Protection Commission: 1-800-426-9009
Human Rights Officer_________________________________

Human Rights Coordinator:  Richard Santucci                         Telephone:  978-774-5000 Ext 297

Another way in which rights are Safeguarded

Individual Support Plans

Each individual has an ISP meeting with their family, guardian, staff and service coordinator.  The entire team agrees about the goals that the individuals wants to achieve and which would benefit them  The service provider agrees to provide specific support to assist the individual to achieve their goals.  This includes a commitment to provide necessary assistance in order to support individuals to achieve goals and live in comfort, safety, in the way that they choose.  If individuals feel that they are not getting the services and supports that they need, the ISP process is a way for them to advocate for themselves.  The service provider is then accountable to provide the support that they promised in the ISP
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Exercising Rights
Self Determination

Self determination is a fundamental principle which serves as a foundation for human rights.  
The dictionary defines Self Determination as: - Determination of one's own fate or course of action without compulsion; free will
According to the Institute for Community Inclusion: A self-determined person creates their own personal goals and takes responsibility for their actions. They participate actively in determining how these goals will be achieved. This can occur with or without support from others. A self-determined person knows, and fully understands, what choices are available. This promotes self-esteem and self-confidence. Believing in one's self is crucial for success.

DDS regulations on self determination tell us that:

 Individuals have “ . . .  [t]he opportunity to undergo typical developmental experiences, even though such experiences may entail an element of risk;  provided however, that the individual's safety and well‑being shall not be unreasonably jeopardized . . . “  and  “ . . . Self‑determination and freedom of choice to the individual's fullest capability . . . “
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Sometimes staff and supporters may need to balance the right of the individual to exercise self determination with the requirement to insure the safety and well being of the individual.  

Informed consent is a process which includes the individual in comparing the risks and rewards of activities, experiences or treatments.  

Self Determination means having a say in your life 

“Recently I went into Boston with a friend. We talked to Margaret at the Boston Central Office about how I could get a job in the community. I want to work part time in Wal-Mart, with clothes and merchandise. I brought this up at work and I was told that jobs are difficult to find because of the economy; but I want to keep searching for a job at Wal-Mart. I do not make enough money at my work and there is too much down time which makes me feel upset, angry and frustrated. I will be more independent with a real job. I need to be independent because I don’t need to be babied at work or anywhere anymore!”

Patty McGuire, self-advocate
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“I have had many jobs before when I lived at another house with another provider.  The staff did not support me because they did not know my schedule or help me with it. I got stressed and drained and lost my job. I proved to everyone that I can be independent, responsible and act like a mature adult in the work place. I have a lot of people to support me. I enjoy my new job with NRS”. 

                                           Liz Kolios, self advocate
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Rights and Responsibilities

Rights and responsibilities go together.  They are two sides of the same coin.

· Rights are like rules that allow individuals to do what they want to do, to go where thy want to go, to be with who they want to, and to be treated with respect and dignity.  They allow individuals to have some control over their lives.

· Responsibilities can be viewed as rules about how people should make decisions which affect themselves and others.  All people must behave with each other in a way that respects everyone’s rights.  They must also conduct themselves in a safe manner which does not place themselves or anyone at any unreasonable risk.  Responsibility requires that people consider the consequences of their actions before they act.  

If we believe that people are worthy of having rights, than we must also believe that they are capable enough to accept the responsibility of their actions. 
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“Human rights have sometimes been an issue between my disabled son and other people, including myself in this regard. He will insist his rights make it possible to do something, or behave in some way that is not appropriate, acceptable or sometimes unsafe or just plain foolish. Emphasis on having rights and learning when and where to use this “tool”, needs to be considered. We need to show that rights come with responsibilities”.


Anonymous, Parent
Intimate Relationships

Individuals have the right to privacy.  They also have the right to have relationships.

If an individual is interested in pursuing an intimate relationship, they must be able to understand the element of risk in engaging in intimate activities such sexually transmitted diseases, pregnancy, exploitation, etc.  If they do understand these risks, than they can give their consent to the activity, provided that they are their own guardian.  It is also important to be sure that they are consenting of their own free will and not being coerced, intimidated or tricked into consenting.  That could constitute exploitation.  
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Intimate Relationships regulations 

Individuals have the following rights:

1 The right to a reasonable expectation of privacy [115 CMR 5.04(5)]

2 Opportunities for social contact in the individual's home, work, or community environments [115 CMR 5.04 (4)(e)]

3 The right to be visited and to visit others under circumstances that are conducive to friendships and relationships [115 CMR 5.04(3)]

4  Social interactions in integrated settings typical of the community which maximize the individual's contact with other citizens who live or work in that community [115 CMR 5.03(2)(f)1.]

5 Activities, routines, and patterns of living which are appropriate to the individual's age and the practices of the surrounding community, and which are consistent with his or her interests and capabilities [115 CMR 5.03(2)(f)3.] 

These rights are balanced by the responsibility of service providers to insure that individuals are free from exploitation and from harm.  
Giving a voice to those who do not speak

Individuals who have a limited ability to communicate have the same rights as anyone else. The may need additional support from staff in order to exercise those rights.  

Present choices in everyday life.  Individuals may not be able to tell you what clothing they want to wear, but if you show them several outfits, they can let you know which they like better.  Look for smiles, gestures, or vocalizations that will tell you what they like. 

The same approach can be taken with food.  If the individual brings lunch to their day program, you can show them some different options of what they can bring.  If there is an opportunity to go to a restaurant, show them pictures of different types of meals before going, to give them a say in where and what they’d like to eat.

Keep a list of things that you know that they like and don’t like so that other staff who are not as familiar with the individual could know.  Think about introducing new choices for the individual based on what you know that they like and don’t like.

When planning community activities, consider if the individual:

· likes crowds or prefers smaller social groups

· enjoys quiet or likes commotion

· likes active participation or prefers to watch others

· is sensitive to the weather, doesn’t like darkness….

Try to be attentive to the needs and comfort of the individual.  Check in with them, even if they seem quiet and content.  

It may take a little more time, but it is well worth it.

SOMEONE LIKE YOU

Do you see the real me

A person just like you

With hopes and dreams and joys and fears

Please help me see them through

To climb a mountain, ford a stream

Please come along with me

My dreams lay dormant in my mind

But you can set them free

Don’t judge me by appearances

Or what I cannot do

Put yourself into my shoes

I need someone like you

To give my dreams a chance to grow

To face my fears, not just cope

I need someone who sees in me

My abilities, strengths and my hope

My hope to live with a chance to show

My life has purpose too

And I will be, all I can be

With someone just like you ………

Maria Cassidy

Monica’s Story
Monica Mascaro is a 45 year old woman, who resides in Georgetown.   Monica has lived in this home for 21 years.  She works at American Training in Lawrence; two years ago she voiced her desire to be a Human Rights Officer at her work.

Monica spoke to the Director of American Training at the time and the team agreed to have Monica teach new employees about human rights for the people they would be serving.

Monica worked on her verbal presentation and has been presenting her speech for two years now. More recently, Monica has become a part of the DDS Northeast Regional Staff Development Team. She presents her Human Rights training to the new employees for the region.
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PRESENTATION FOR HUMAN RIGHTS

BY MONICA MASCARO

ASK someone if you can move their wheelchair before moving them. By asking us, you are preserving our dignity and human rights by recognizing that we are people not just an object which can be moved.

LISTEN to us. We have a lot to say, much of which is valuable. And hey who knows, you may even learn something from us.

RESPECT. Yes, just like Aretha Franklin says. Everyone deserves to be respected.

HELP me. Sometimes I can’t ask for help, sometimes I can. But you can ask me if I need help. But help me learn new skills; don’t do things for me. Show me how to do things for myself.

PLEASE be patient with me. I may not learn new skills as quickly as others. You might have to repeat yourself with me until I learn.

HELP me make my own choices. Give me information about the options available to me and help me make my own decisions.

ADVOCATE for me when I can’t do it for myself. Teach me how to advocate for my needs and human rights.

PROTECT me from danger and harm. If someone is hurting and neglecting me protect me by calling DPPC.

BE HONEST with me. Don’t steal from me. Don’t lie to me.

REMEMBER that I am a person too. Just because I have a physical or mental disability, do not assume that I am less of a person.

LOVE me. Everyone needs to feel loved and supported.

SUPPORT my decisions. Even if you don’t agree with them. Maybe I am making a bad choice, but as long as I am not putting myself in harms way, let me make mistakes too. That’s how I learn.

KNOW me. Learn my likes and dislikes. The trainers are teaching you important information about how to give us the best possible care.

BE MY FRIEND. Be someone I can come to when I have concerns or needs.
 Supporting Rights which may involve limitations for individuals
Guardianship and Informed Consent
Guardianship

Adults who have developmental disabilities are their own guardians unless a judge determines that they are not competent to do so.  There are several types of guardianship which may be determined by the court

1 Full guardian - is granted comprehensive decision-making authority over an individual's personal care, property, or both
2 Guardian of the person -makes decisions with respect to the individual’s personal care. The guardian ordinarily will determine where the ward will live and will arrange for the ward's medical care.  

3 Medical guardian – makes decisions and gives consent about the individual’s medical care 
4 Rogers Monitor – makes decisions and gives consent for the use of anti-psychotic medications
5 Conservator –is responsible for involving management of property only and not of the person 

6 Representative payee – manages the individual’s money including their social security and other benefits. 
Informed consent

Individuals have the right to consent to treatment such as medications and medical procedures.  They have the right to consent to behavior plans, and restrictive procedures.  

If an individual is giving their consent to something it is essential that they are told about 

the risks and benefits involved.  

An individual who has restricted access to the community without staff has the right to know why these limitations are necessary.  This should include the risk that would be posed to themselves and others without this restriction.  Then, they, or their guardian can choose to consent to the limitation with the knowledge of why it is being implemented, and what can be done to reduce the limitation.

In order for the individual to be told about the risks and benefits involved in procedures, plans, and activities, they have to be able to understand them.   This may need to be determined by a clinical team. If they are not able to understand the risk and benefits of involved, than they cannot give an informed consent.  A guardian may have to be appointed for the individual in order for consent to be given or to be withheld.

“Recently I took a resident on a doctor’s appointment. The doctor did not look at the resident and ask her questions relating to her health. The doctor faced me and asked me the questions. I did not have the answers so I sat back and waited for the resident to speak up for herself. Something she is quite capable of doing. She did!”


Molly Ferris, supporter

Guardianship and informed consent regulations

a)
An individual who has reached 18 years of age shall be deemed to be competent to manage his or her affairs; to contract, to hold a professional, occupational, or vehicle operator's license; to make a will, or to vote and no individual shall be deemed incompetent solely by reason of receiving services or supports from any provider, or services or support operated, certified, licensed or contracted for by the Department, unless otherwise determined by a court in a guardianship, conservatorship or trusteeship proceeding. [115 CMR 5.07 (1)]

b)
 Informed consent means the knowing consent voluntarily given by an individual (or by the individual's guardian, if applicable) who can understand and weigh the risks and benefits involved in the particular decision or matter. [115 CMR 5.08 (2)]

c)
A guardian shall be recommended only if: 

an individual is not competent in fact to make informed decisions with regard to personal affairs


reason to believe that the less restrictive alternatives or other supports are inadequate to protect the individual from unreasonable risk to his or her health and welfare


the type of guardianship recommended shall be the narrowest and least restrictive necessary in order to protect the individual from unreasonable risk to his or her health and welfare [115 CMR 507 (3)]
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Behavior plans, restraints and restrictive procedures:

It is the responsibility of the service provider to help keep individuals safe and healthy.  This includes people who present behavioral challenges which may present a risk to themselves or others.  

Providers also have the responsibility to provide supports which will enable individuals to live productive and healthy lives which are integrated in the community.  Individuals who have behaviors which impair their ability to interact appropriately with the community have a right to treatment that can help them to reduce problematic behaviors and to learn alternative behaviors which are more appropriate.

Treatment and supportive measures can include the following:

1 behavior modifying medications

2 behavior plans which teach individuals alternative ways to behave

3 restrictive procedures which keep individuals away from objects or situations which are dangerous

4 physical restraints

These procedures are only utilized when necessary.  Individuals have the right to be supported in the least restrictive manner possible.  Therefore, before any behavior plans, restrictive procedures or restraints are utilized the provider must try less restrictive and more positive approaches.  If these methods are not successful, than more restrictive measures may be implemented.  However, regulations require that these measures be authorized, consented, properly documented and reviewed.

Behavior plans

1 must be developed to protect the health and safety of the individual or others, or to teach the individual substitute behaviors or coping skills which will better enable them to have a happy and productive life at home and in the community

2 must be written by a qualified clinician

3 must be the least intrusive and restrictive plan which can be effective 

4 must include a provision to keep track of target behaviors.  This will enable the clinician and the team to determine if the plan is working

5 must comply with behavior modification regulations

6 must be consented to by the individual and/or their guardian each year

7 must be reviewed regularly to make certain that they are still working well.  The review should be by qualified clinicians who utilize data that is kept on target behaviors

8 some types of plans (level II behavior plans) must be reviewed by the human rights committee each year

9 there must be a plan to fade the restrictiveness or intrusiveness of the plan, or to evaluate the ongoing need to continue with the plan

The individual has a right to know why they are being subjected to the plan.  They have a right to be taught alternative behaviors which would enable them to no longer need the plan.  They have the right to be treated with dignity and respect even though they are the subject of the behavior plan. 

         Restrictive procedures

1 must be developed to protect the health and safety of the individual or others

2 must be written by a qualified clinician or a senior manager

3 must be consented to by the individual and/or guardian

4 must be approved by the human rights committee each year

5 there must be a plan to fade the restrictiveness of the procedure, or to evaluate the ongoing need to continue with the plan

The individual has a right to know why they are being restricted.  They have a right to be taught alternative behaviors which would enable them to no longer require the restriction.  

            Restraints

1 must be used when the individual is exhibiting behavior which presents a danger to themselves or others

2 can only be used when less restrictive interventions have been tried

3 must be authorized by a trained and certified staff who has been granted authority to do so by the Director of the agency

4 must be applied by specially trained staff

5 must utilize the least amount of force which is necessary to limit the danger or the behavior

6 must be released when the individual no longer presents a danger to themselves or others

7 must be properly documented 

The restraint must be applied without anger or criticism by the staff.  The individual should be treated with dignity and respect during the procedure.  The individual must be given an opportunity to comment on the procedure after being restrained and their comments must be accurately recorded.

Behavior Plans, Restraints and Restrictive Procedures Regulations
Behavior plans and Restrictive Procedures:

(a) Services and supports are to be designed to provide meaningful assistance to the individual in acquiring and maintaining those physical, mental, and social skills which enable the individual to cope most effectively with the demands of his or her own person and environment.  [115 CMR 5.03(1)]

(b)  “. . . in a manner that promotes . . .”   “Humane and adequate care and treatment” and  “The opportunity to live and receive services or supports in the least restrictive and most typical setting possible”

(c) “The Department believes that it is both sound law and policy that in individual cases the only procedures which may be used are those which have been determined to be the least restrictive or least intrusive alternatives.

Restraints and Medication Augmentation
(a) Restraints are legal only in emergencies
1 Physical, accomplished by direct contact between staff and individual, using force over active resistance, over 5 minutes, or more than 2 staff
2 Chemical, used to immobilize the person in an emergency
3 Mechanical - - not legal in community except mitts
(b) Other limitations on movement must have therapeutic purpose:
1 Supports
2 Health-related protections
3 Transportation restraint
4 Limitations on movement with therapeutic purpose contained in a behavior modification plan.
(c) Medication augmentation
1 NOT the same as chemical restraint
2 Intended as TREATMENT
3 Same rules as for any behavioral medication, including informed consent, treatment plan with behaviors to be addressed and/or psychiatric diagnosis.
4 Must contain WITHIN DOCTOR’S ORDER specific criteria in the form of  clearly observable symptoms for which the medication would be given; CANNOT BE USED FOR RESTRAINT PURPOSES.
5 Regulatory designation for med. aug. is “PRN FOR TREATMENT”, meaning medication to be given on the occurrence of specific behaviors or events, rather than time of day or frequency per day.
YOU AND I

By Elaine Popovich

I am a resident, you reside.

I am admitted, you move in.

I am aggressive. You are assertive.

I have behavior problems. You are rude.

I am non compliant. You don’t like being told what to do. When I ask you out for dinner, it is an outing. When you ask someone out, it is a date.

I made mistakes during my check – writing program. Someday I might get a bank account. You forgot to record some withdrawals from your account… the bank called to remind you.

I wanted to talk with the nice looking person behind us at the grocery store. I was told that it is inappropriate to talk to strangers. You met your spouse in the produce department …neither of you could find the bean sprouts.

I celebrated my birthday yesterday with five other residents and two staff members. I hope my family sends a card. Your family threw you a surprise party. Your brother couldn’t make it from out of state. It sounded wonderful.

My case manager sends a report every month to my guardian. It says everything I did wrong and some things I did right. You are still mad at your sister for calling your mom after you got that speeding ticket.

I am on a special diet because I am five pounds over my ideal body weight. Your doctor gave up telling you.

I am on learning household skills. You hate housework.

I am learning leisure skills. Your shirt says you are “a couch potato”.

After I do my budget program tonight, I might get to go to Mc Donald’s if I have enough money. You were glad that the new French Restaurant took your charge card.

My case manager, psychologist, R.N., occupational and physical therapist, nutritionist and house staff, set goals for me for the next year. You haven’t decided what you want out of life.

Someday, I will be discharged…maybe. You will move onward and upward.

Individuals Speaking Out For Their Rights
Human Rights Questions and Answers
QUESTION:  Have you ever experienced your rights being misunderstood?

“Sometimes the staff will talk rudely to me. I feel angry. People are rude a lot. Sometimes, if I feel they don’t understand, I hurt myself, it feels bad not to be understood.” (Joselyn Ortiz, self advocate)

“I want to be able to go into a store like other people. I am not a baby; I don’t need to earn rewards to behave.” (Patty McGuire, self advocate)

“For a long time at my work they were saying I need to be staffed on a 1:1 basis, but no one told me why. I advocated for myself to not be on a 1:1.” (Jason Bodwell, self advocate)

QUESTION: Human Rights apply to every person. How can we better teach these rights?

“Teach them in every day ways. I don’t want to have to earn going to a store, I just want to do it. I don’t need a check calendar, I know if I have a good or a bad day.”
 (Patty McGuire, Self advocate)

“Act it out. Use role play of respecting versus disrespecting someone’s human rights.” (Bridget Dejardin, guardian)

“I think a resident should be a Human Rights Officer and teach other residents their human rights. I would like to go for that job because I can teach people a lot about their rights. Staff sticks with staff but another resident would be on the residents’ side.” (Wayne Gagne, self advocate)
QUESTION:  The ISP is an important time. How can we better respect the human rights of others through the ISP process?

“Allow them as much personal input as possible – in short, listen. Listen and hear what they say about what they want.”
(Anonymous, parent)

“If I go to my ISP, I want everyone to talk to ME and involve ME.” 
(Marianne Patterson, self advocate)

“Listen to ME. At my last ISP I felt the work place did not listen.” 
(Jason Bodwell, self advocate)
“Keep the individual that is having the ISP, involved in the process throughout.”
 (Laurie Kesselman, self advocate)

“Allow me to participate in choosing my goals.” 
(May Lyn Fritz, self advocate)

“I like to talk about the good stuff, not the bad stuff. When I talk to my psychologist, or my therapist, then I can talk about the bad stuff.” 
(Patty McGuire, self advocate)

“Take time to invite meaningful people. Dress up for the meeting; make some nice snacks to show it is a celebration of the person.” 
(Bridget Dejardin, guardian)

QUESTION: Independence is a human right, how can we assist in creating opportunities for greater independence?

“When I go into a store, I want to pick up my own things, without people watching over me. I want to be trusted to be in my home alone.”
(Patty McGuire, self advocate)

QUESTION: Some people are not able to talk, see, hear or walk, how can we better meet their need for human rights expression, teaching and protection?

 “Teach them sign language, Braille and be patient.” 
(Anonymous, self advocate)

“Make an extra effort to do in person training with a few important people in the persons life so they can help ensure their rights are met.” 
(Bridget Dejardin, guardian)

QUESTION: Sometimes people need to be restrained. How does this feel and what can be done better?

“Try to be gentler, not so rough; it is not fun at all, it hurts. Be more considerate and talk to us after. The survey question asks for comments, I think they should ask us why you were restrained and is there something we can do to prevent this from happening again.” (Liz Kolios, self advocate)

“I feel awful, I guess I can’t get myself calmed down enough; sometimes I feel I need a restraint.” (Wayne Gagne, self advocate)

A CREDO FOR SUPPORT

Do not see my disability as the problem.

Recognize that my disability is an attribute.

Do not see my disability as a deficit.

It is you who sees me as deviate and helpless.

Do not try to fix me because I am not broken.

Support me. I can make my contribution to the community in my own ways.

See me as your neighbor. Remember, none of us can be self-sufficient.

Do not try to modify my behavior.

Be still and listen. What you define as inappropriate may be my attempt to communicate with you in the only way that I can.

Do not try to change me, you have no right.

Help me learn what I need to know.

Do not hide your uncertainty behind “professional” distance.

Be a person who listens and does not take my struggle away from me by trying to make it all better.

Do not use theories and strategies with me.

Be with me. And when we struggle with each other, let that give rise to self-reflection.

Do not try to control me. I have a right to my power as a person.

What you call non-compliance or manipulation may actually be the only way that I can exert some control over my life.

Do not teach me to be obedient, submissive and polite.

I need to feel entitled to say NO if I am to protect myself.

Do not be charitable towards me. The last thing the world needs is another Jerry Lewis!

Be my ally against those who exploit me for their own gratification.

Do not try to be my friend. I deserve better than that. Get to know me. We may become friends.

Do not help me, even if it makes you feel good.

Ask me if I need your help. Let me show you how you can best assist me.

Do not admire me. A desire to live a full life does not warrant adoration. Respect me, for respect presumes equity.

Do not tell, correct and lead.

Listen, support and follow.

Do not work on me,

Work WITH me.
Monica Mascaro

Material for teaching and learning
Human Rights in Action
Scenarios for discussion
Scenario 1 - A doctor’s appointment 

This individual is verbal and quite capable of speaking up for herself; she is actually a very strong and clear communicator. Upon entering her doctor’s office, the doctor faces the support staff and begins asking questions to the support staff regarding the resident. The support staff does not answer but waits for the individual to speak up for herself.  She does.

As a supporter, you may be put into a similar situation. It is our responsibility to allow the people we serve to speak up for themselves, as they are able to, in everyday circumstances of their lives. The general public often needs to be educated, through our example, that people with developmental disabilities can voice their own needs and deserve the respect that comes along with this.

Scenario  2 – An individual responsible for his own money

This individual wants to hold all his money. He wants to lead a normal life. He has very impulsive tendencies, and will usually purchase phone cards, coffee, food and movies. The individual will spend all his money very quickly and then ask support staff and other residents from his home to lend money to him. The home supporters encourage him to budget, but he refuses. 

As a supporter, it is important to allow the people we serve as much control over their own lives as is possible. Sometimes this may mean learning from personal mistakes. Encouraging someone to budget their money and to save for certain items is positive role modeling. Explaining to this person that asking for money from others because of some wrong decisions they have made through their choices is not acceptable and is good advice. Giving encouragement, practical tools, and ultimately, the opportunity to fail in order to grow, is a positive life lesson.

Scenario 3 - A resident in her wheelchair, who is non-verbal is returning home for the day 

This individual is brought in from work and placed directly in front of the television in the family room while supporters go about their duties. One of the supporters is going to give medication to another individual who is sitting on the couch in the corner and the resident in the wheel chair is blocking his access. The supporter goes to the individual in her wheel chair and pushes her out of his way. The supporter rests a cup of water on the lap tray of the woman in the wheel chair that he is going to give to the person who is getting their medications. She no longer is able to see the television. He says nothing to her and continues attending to the other resident by giving the medications.

Many of the people we serve may not be able to speak up for themselves. Some of them may not be able to ambulate independently.  Some may not be able to see.

It is important to realize that, even though this person is in a wheelchair, she should be given choices. This individual may be able to point to a picture book that would help her to express what room she wants to be in, or whether or not she would like to watch TV.  Some non-verbal people can show their choices through sounds and gestures. Ask this woman if she would like to watch TV and then listen or watch for a reaction. Use a communication tool that she understands.

Moving someone who is in a wheelchair without asking them is disrespectful. We should never take for granted our own ability to go where we want when we want. We must afford the same power to those who can not do so for themselves.

Being in a wheelchair is restrictive enough.  Imagine supporters using that wheel chair as a piece of furniture for their own benefit. The supporter in this scenario could have used something else other than the lap tray to the wheelchair. If the person in the wheelchair was able to speak up for herself, the supporter could ask “may I place this cup of water here please?”

Human rights belong to every person. The people who we serve need our help in order to have their human rights, expressed, met and valued.
Scenario 4 – Supporter working with a resident and using his phone

A supporter is taking the resident to the gym.  The goal is to walk 5 laps with her. While the supporter is walking, side by side with the woman, he is texting from his cell phone. The texting continues on throughout the five laps.

At the end of their walk together, they sit down to rest a while. The supporter puts in his ear piece and becomes active in a phone conversation. When he is finished he turns to the woman and says “are you ready to leave” and they head home.

We live in a technological society.  Mmost people own a cell phone. Unfortunately, the work that we do is often hindered by the use and the abuse of cell phones in the work place. 

The people we serve deserve our full attention.  Anything less is being disrespectful towards them. Giving someone your full attention is so important especially to a person with a developmental disability. 

Human Rights Learning Exercises
Have you ever thought about how it feels not being able to walk or talk or to see?

A sensitivity training may give supporters a deeper understanding for those with these needs.

· Have a direct care staff agree to be confined to a wheelchair for a period of time and to be a part of the home’s daily routine.

· Have a supporter agree to be non-verbal while in the  home, for a period of time. 

· Blindfold a supporter and have them be a part of the home’s daily routine.

Once these sensitivity trainings are performed, have the supporter describe their experience and use this information as part of an in-service sensitivity training for the staff at the home. 
Recently, Philomena, a direct care supporter who has worked for people with developmental disabilities for twenty one years volunteered to be confined to a wheelchair, to be non-verbal, and to spend four hours in this capacity at an NRS residence. 
This is what Philomena had to say………

“I did not feel safe. How would they know my needs, wants, or abilities? I needed to go to the bathroom and I did not want to tell anyone because I am shy. Not only am I shy, but I do not trust easily and this is such a personal need.

It was rainy outside and I like to look out of the window at the rain. No one knew this and so I was positioned sitting in front of the television watching MTV.  I really don’t like MTV! I prefer quiet, I like to be alone with my thoughts and have time to relax.
My body felt sore, my bottom was numb and my feet felt swollen! I would have liked to get out of the wheelchair. They asked me if I wanted supper and then they wheeled me to the dining table. I was not hungry at this time and would have preferred to have eaten later, but I could not tell anyone this.  I really would have loved to go to a quiet place in the house and put on some slippers and some comfortable clean clothes. Everyone was busy and I knew I could not explain to them what I wanted to do, so I did not even try. 
After dinner I was put back in front of the television to watch more MTV. I felt frustrated, and unnoticed. I was bored. How could I connect with those around me and show them what I needed?” 

Every day that we work with the people we support, there is an opportunity to teach them and to value them regarding their human rights.

These moments are important to the people we care for because we are all in the role of supporter to them.

Do you like to see a sunset or maybe a sunrise? Is there a resident in the home where you work who would enjoy this experience too?

Have you every tried to imagine what it must be like to spend most of your day in a wheelchair? The only time you get to see a different part of your home, or to see your neighborhood, town or even the city, is if a staff person decides to take you. 

Sometimes, the simple pleasures that we may take for granted may be just what one of the people we support would like to experience too. They may need you to be their voice, the expression of their own imaginations and desires, so they too can experience their world and their rights in unique and even ordinary ways.
Human rights template for individuals

Hi, my name is ________ and I am sharing these things about myself with you because I need you to understand some of the important and unique things of my character. 

I like to be called________ and I make my needs known by: _________________________________. 

When I am uncomfortable or not feeling well I will often ___________________________________________.

Some of my favorite activities and hobbies are:

Some of my favorite types of music are:

Some of my favorite foods and beverages are:

I learn best by:

My favorite places to visit in the community are:

When I am home I like to:

When I need to relax I enjoy:

People in my life who are important to me are:

I do not like:
When I am sad I will:

I am scared of:

Some unique things about me are:

Additional Information
Q and A………Informed consent and guardianship

What is informed consent?

Informed consent is the agreement given voluntarily by an individual or guardian who understands and weighs the risks and benefits involved in a particular decision.

What are the elements of informed consent?

When securing informed consent, a clinician explains the intended outcome of a procedure/ activity, the risks and side effects of the procedure, and alternatives.  The person securing the consent should present the information in a manner that can be easily understood, offer to answer questions and explain that consent can be withheld or withdrawn at any time.

According to DDS regulations, whenever informed consent is required, it must be given freely without coercion or inducements of any kind.  The consent should be in writing.  It must be dated and will expire after the completion of the specific procedure for which it applies, or after one year for ongoing interventions.  The written information should include the process used to obtain the consent, the name, position and affiliation of the person securing the consent, and a summary of the information provided to the individual.  

Who gives the informed consent?

An adult over the age of 18, is presumed legally competent to provide consent.  However if an individual has been found not competent to make decisions a guardian must provide the consent.

What happens when the individual is not competent to give informed consent?

Where an individual is not competent to give informed consent, a duly appointed legal guardian gives consent on the individual’s behalf.  The clinician should provide a guardian with the same information on benefits and risks of a given treatment as provided to a competent individual.  A guardian can then make treatment decisions in the best interests of the individual.

What about someone who may need a guardian but does not have one?

In this case, the DDS Provider should notify the individual’s Service Coordinator that there is a question of competence with respect to the individual.  The DDS area office will work on identifying appropriate guardians and referring the individual for a Clinical Team evaluation to ascertain whether there is indeed a need for a legal guardian.  The advice of the Regional DDS Attorney should be sought in the interim to answer questions about how to proceed until a guardianship determination is final. 

Under certain critical circumstances the DDS regulations can be helpful in addressing specific ways to proceed where a guardian has not yet been appointed for an individual who needs one.  For example, 

1) The head of the program can approve the use of certain interventions/ treatments under certain conditions. (115 CMR 5.14(4)(e)(3)(b)).

2) For example, under this section, the DDS provider can consent to “that portion of a behavior plan that does not involve the use of Level III interventions” without a legal guardian if an action to initiate proceedings for the appointment of a guardian has been commenced concurrent with this approval.

Emergency Treatment

There are a number of situations in which an individual can receive needed treatment without the need for informed consent.  These essentially constitute emergency medical or mental health situations.  For example:

1) A treating clinician can provide non-routine medical treatment including administration of psychotropic medications without informed consent in the event that a true medical emergency exists.     

2) A treating physician in a hospital setting can administer non-routine medical treatment without informed consent (including administration of psychotropic and antipsychotic medication) in the event a true medical emergency exists. Once the emergency is over however, they must seek special authority to administer antipsychotics to an incompetent individual.

Emergency circumstances when informed consent is not required

The DDS regulations provide additional guidance with regard to allowance of implementation of certain emergency interventions.  For example:  

1) In emergencies DDS Providers may implement physical restraints.

2) DDS Providers may also implement CPR and call for emergency transportation to the hospital during a medical emergency.  

3) DDS Providers can implement medical treatments ordered by the treating clinician without the individual’s informed consent if a medical emergency exists. This includes the administration of anti-psychotic and behavior modifying medications.
A description of the behavior to be controlled or modified, though a description of symptoms and diagnoses, the terms used in most community psychiatry, may be used as a substantially equivalent alternative;

SPECIAL AUTHORITY:  Antipsychotic Medications – Rogers Guardian

What processes must be followed relative to anti-psychotic medications?

When a competent individual is prescribed antipsychotic medications, informed consent is secured from the individual by the treating clinician.  When an individual is incompetent, a court must approve the physician’s proposed plan for administration of antipsychotic medication by appointing a “Rogers Guardian”.   Even a duly authorized guardian cannot consent or withhold consent to antipsychotic medications without court approval.  Any individual who has been prescribed antipsychotic medication who is under guardianship or about whom there is a question of competency should be referred to the service coordinator who will assure that the physician’s treatment plan is properly brought to the legal office for approval by the probate court.

More Detail
The System for Safeguarding Human Rights: 

The Parts and the Whole


The Department is committed to creating a system of safeguards to affirm, promote and protect the human and civil rights of the people it supports.  When this commitment is fulfilled individuals are engaged, to the maximum extent feasible, in directing their own lives.  This system also helps individuals overcome obstacles to leading more vital and satisfying lives in more typical settings, and to be free from abuse and mistreatment.
The parts of this system that work together to create an effective whole include:


Every person supported by the Department is to live in an environment filled with dignity and respect, and free from discrimination.  They also have a responsibility to promote human rights.  They could do this in any number of ways, like reporting any abuse or mistreatment they witness, or experience, or by speaking out, in whatever way possible, on their choices or preferences.


Every family member and guardian should treat each individual with dignity and respect in their relationships and in their advocacy.  The special place of families in the lives of individuals should also be respected and valued, even when conflict arises between or with family members.  Guardians should work to include individuals in decisions as much as possible and control only those issues assigned to them by the court.  All should be familiar with the indicators of abuse and watch for any signs that may be present.


Every friend, neighbor and employer should treat each individual with dignity and respect.  Community relations with neighbors, employers, friends, civic and religious groups, etc., should be nurtured so that all learn to treat individuals the same as they would all others.  This would include the choice to socialize with each other, do business together and help in times of trouble.  


Every employee of the Department and every provider agency employee is responsible for treating each individual served with dignity and respect.  Everyone has a responsibility to help individuals understand their rights and exercise them.  Employees should also be watchful to identify the potential for abuse before it happens and prevent it.  They also must stop any abuse or mistreatment they witness, ensure the safety and health of the victim and report the incident.


The Human Rights Officers are appointed by agency directors and are responsible for human rights training and support for individuals and their families.  They offer advice, information and guidance to direct support staff on human rights issues. They also must seek out opportunities for individuals to exercise their rights.  Overall, officers are trained to use their eyes and ears and knowledge to support the fulfillment of rights wherever individuals live, work or play.


Each agency delegates a staff person to serve as its Human Rights Coordinator.  The coordinator provides administrative support to its Human Rights Committee (HRC).  The coordinator follows up on questions and concerns of the committee and ensures the committee has the information it needs to do its job.  The coordinator also reports to the committee on efforts to meet its human rights training responsibilities.  The other primary function of the coordinator is to oversee and support the work of the agency’s human rights officers.


The Human Rights Committee (HRC) has a broad mandate to affirm, promote and protect the human rights of the people we support.  In utilizing their special knowledge and expertise, these volunteer bodies bring integrity to the Department’s work.  They also have been delegated some of the procedural safeguards that uphold the Standards to Promote Dignity and prevent the abrogation of rights.  These include but are not limited to the review and approval of behavior plans, oversight of restraint orders and investigations, and advising their agency director on policies and procedures of the agency and their compliance with human rights regulations.  These reviews promote habilitation and growth and ensure that treatment is delivered in the least restrictive and most typical setting possible, and in the least intrusive manner.  They also ensure that consent is truly informed.


The Human Rights Specialists staff the Office for Human Rights and provide training, technical assistance and advocacy, to all parts of the provider and Departmental community, including families and individuals.  Specialists don’t make decisions for others, but can advocate like ombudspersons using the chain of command to help families, friends and individuals understand complex situations, or get answers to concerns about their experiences.  They are also a key consultant and partner to the regional and area directors and their staff in safeguarding the rights of individuals (such as support to Service Coordinators who safeguard the voice of individuals in decision-making).  Specialists bring fresh eyes to help staff to think through tough questions and frame approaches to difficult issues.  The specialists foster statewide consistency in focusing the system on the needs and rights of the individual. 


The Office for Human Rights (OHR) is the lead administrative entity in central office responsible for providing support and oversight to the human rights system. It also has been delegated the performance of the Commissioner’s review of restraints, and provides periodic statistical updates on the use of restraints statewide.  OHR also serves as a point of entry for obtaining resolution to confusion or conflict over rules and regulations affecting the human rights of individuals.  As a member of the staff of the Commissioner’s office, The Director of the Office for Human Rights safeguards the interests of individuals, in development of policies and practices of the Department and in oversight of the monitoring and advocacy of Specialists.


The Human Rights Advisory Committee (HRAC) represents all the constituencies of the Department and advises the Commissioner on significant human rights policies and concerns.  HRAC ensures that individual rights are protected within the policies and practices of the Department.  Committee members are linked through local involvement and HRAC is available to respond as a group to HRC requests for assistance when policies or procedures give them concern.   HRAC has a formal role in the design of human rights training.  They also provide guidance and support to the Director of the Office for Human Rights, who staffs their committee.

Safeguarding the Rights of Individuals Subject to a Behavior Modification Plan

DDS regulations can be complicated and difficult to pull into a uniform voice when addressing more complex behavior challenges.  The Strategic Planning Subcommittee on Behavioral Health Care empowered a representative group of DDS staff to provide guidance in clarifying safeguarding standards for behavior modification interventions.  While there are several other modalities of treatment that may also be used to provide the most effective treatment and support to individuals in this population, behavior modification planning represents the most complex regulatory structure.  

Safeguards are procedural protections and substantive standards delineated in DDS regulations to ensure that a person’s rights are not unreasonably impinged.  They form the due process rights of individuals receiving support from DDS.  In general three important rights are safeguarded for individuals receiving treatment with a behavior plan:  

1) the right to effective treatment to address issues that inhibit an individual’s capacity to fully participate in their lives; 

2) the right to personal liberty, including the right to be free from unwarranted restrictions of movement and other personal liberties; and 

3) the right to have a voice in decisions that effect one’s own life.

The rigor of these safeguards varies according to the level of intrusiveness or risk inherent in the planned intervention.  The more risk involved, the greater the procedural protections.  

Everyone has a role in safeguarding the rights of individuals.  This includes the planning, implementation and monitoring of effective and humane behavioral treatment.   This document provides guidance regarding appropriate actions established in the DDS regulations, policies and guidelines, for safeguarding the rights of all individuals receiving behavior treatment.  

Level I Behavior Modification Plans:

Plans involving positive interventions only, or plans that pose a minimal degree of intrusion, restriction on movement, or risk of physical or emotional harm (see 115 CMR 5.14 (3) (b)), have the least safeguarding requirements.  The sequential process of safeguards is as follows, though their practical application is not always in this order:

1. To the degree possible, the person or persons best known by the individual, be they staff, guardian, family member or friend, should explain to the individual for whom a plan may be developed, the target behavior that limits the individual’s participation and get their input.  This will help develop insight into the needs and preferences of the individual and ensure that the individual understands the problem this behavior presents to the fullest extent possible.

2. The plan will be written by a clinician, experienced in behavior analysis (115 CMR 5.14 (4) (d) 2.), who will take into consideration information or insights relayed by the individual.   The clinician will observe and get to know the individual in the environments in which interventions will be implemented.  To the degree possible and appropriate, the clinician will explain the plan to the individual and give the individual an opportunity to have input into their treatment plan.

3. The plan will include a thorough behavioral analysis that informs the clinician of the role of the behavior, or why the individual is engaging in certain behavior, as required by 115 CMR 5.14 (2) “Behavior Modification.”  

4. If the plan includes any form of aversive stimuli, or deprivation procedures, including time out, it must include positive reinforcement procedures per 115 CMR 5.14 (4) (b) 4.

5. The service coordinator has a critical role in safeguarding behavior planning and with proper supervision and support, will lead the team to ensure several aspects of good planning principles are in place:

a.
That the plan is warranted and that less restrictive or intrusive interventions or support strategies have either been determined to be not effective to address the target behavior as required by 115 CMR 5.14 (b) (2) (or have been tried and failed).


b.   The team has taken into consideration a comprehensive view of the individual’s needs to rule out any physical, medical, environmental, or emotional issues that may be precipitating the target behaviors.

c. When other modalities of treatment are also used, sound clinical practice would dictate they be carefully integrated with the behavior modification plan.

d. Communication exists between all providers of support to the individual, and any Level I plan is shared with all team members prior to implementation.  The service coordinator ensures that the presence of the plan is documented in the person’s ISP.

e. At least one person who understands the communication modalities used by the individual be responsible for explaining the plan at this stage to enhance the likelihood the communication will be successful so the individual has been consulted to the highest degree possible.

f. Consent, via whatever means necessary and appropriate to the circumstances, is voluntarily given by the word, or implied by the action of the individual, or their guardian.  The individual or guardian had adequate information and sufficient understanding to comprehend the consequences of the decision (see 115 CMR 2.01 “Consent”).  Consent will otherwise be obtained through support of the ISP by the individual and/or their guardian, if one exists, at the annual ISP review per 115 6.23 (5) c.  

g. If the individual or guardian demonstrates or states their disapproval of the plan, a team meeting will be called to review the plan and consider amendment or elimination of the plan, per 115 CMR 6.25 (2) (d) and 6.25 (3) (a) and (b).  The service coordinator may also assist the individual or guardian in understanding and upholding their appeal rights, per 115 CMR 6.31 (6).  If the individual or their guardian believes the plan is more intrusive or aversive than allowed as a Level I Behavior Modification Plan, or is not being implemented according to the plan, they may appeal the ISP at any time (115 CMR 5.14 (5)).

h. The plan is monitored periodically, at least annually (115 CMR 5.14 (5) (b)), to ensure it is effective and still necessary.  The individual, guardian or other team members may request a quarterly, or other time frame for review of the plan, under 115 CMR 6.24 (1).  The treating clinician would be the logical source of the review information.

i. In a DDS operated facility Title XIX requires any individual program designed to manage inappropriate behavior be reviewed and approved by the Human Rights Committee for the facility (42 CFR 483.440 (f) (3) (i)).  The federal regulations focus on whether the intervention implicates a persons human rights.    

Level II Behavior Modification Plans:

Level II Behavior Modification Plans involve more than minimal degree of intrusion, restriction on movement, or risk of physical or emotional harm.  In addition to the safeguards described for Level I plans, Level II plans require further safeguards because they involve interventions that may use physical force to overcome active resistance, significant physical exercise, application of unpleasant sensory stimuli, short delay of a meal, or a time out where an individual is placed in a room alone with the door closed (115CMR 5.14 (3) (c)).    

These additional safeguarding measures include:

1. There will be a written informed consent specific to the behavior plan as finalized.  It is not sufficient to accept written approval of the overall ISP as consent to the behavior plan per requirements of 115 CMR 5.08.  It is recommended that the written consent for the Level II behavior plan will include the signature of a witness to the consent procedure.  This will provide assurance that consent has been fully informed.

2. The service coordinator will ensure that the key team members are at the ISP modification meeting that reviews the plan, including, if possible, the clinician/s overseeing the development and implementation of the plan, and the individual and/or any guardian.  

3. The service coordinator will ensure that prior to implementation, the provider agency has had the plan reviewed for medical contraindication of the interventions proposed for this individual by his or her physician or a qualified health care professional working under the physician’s supervision, per 115 CMR 5.14 (4) (d) 4.  The more obvious or significant the known medical needs of an individual, the sooner in the process this review should be completed.  This requirement is not waived when an agency head and treating clinician are working to implement the plan in an emergency.
4. The Peer Review Committee (PRC) ensures that the clinical strategies embodied in the plan meet clinical, professional and regulatory standards.  Except in an emergency, any comments of the PRC must be addressed by the treating clinician prior to implementation, per 115 CMR 5.14 (4) (d) 5.

5. The human rights committee (HRC) plays a critical role in safeguarding the rights of a person subject to a plan to ensure that the procedural protections and standards for planning have been upheld.  The HRC is made up of volunteers who comprise a range of expertise, from family members, advocates and individuals receiving supports, to legal professionals, medical professionals and clinical/behavioral specialists.  Their role is to ensure that safeguards are met and the interventions comport with community standards for reasonableness.  The HRC reviews all Level II plans prior to implementation (115 CMR 5.14 (4) (d) 3.) and ensures:

a.
That the interventions are warranted and are the least intrusive or restrictive interventions available and effective for the individual.

b.
That the clinician has experience and training in applied behavior analysis and behavioral treatment.

c.
That a member or members of the committee have visited the locations where the plan will be implemented, so they may be familiar with that environment, the social context and the life circumstances of the individual.

d.
That if other treatment modalities are being used to respond to the same or similar behavior, sound clinical treatment would require that all treatment is coordinated.

e.
That a positive reinforcement program is in place to support the alternative or replacement behavior, whenever a restrictive or aversive intervention is being implemented to decelerate the targeted behavior.

f.
That any physical holding authorized under the plan is operationally defined and has a clearly articulated treatment purpose.

g.
That written and informed consent is adequate and complete.  

h.
If the individual is unable to provide informed consent and no permanent or temporary guardian has been appointed or is available, the HRC must ensure that the head of the provider agency has approved implementation of the plan, and concurrently acted to make a guardian available, per 115 CMR 5.14 (4) (e) 3. b.

i.
That the intervention is ultimately reasonable in the eyes of the community.  One role of the committee is to reflect the standards of the community in evaluating intrusions in people’s lives.  The diversity of its membership is intended to assist in representing the broad spectrum of opinion in the community.

j.
That the dates when the plan as a whole should next be reviewed and when the data from the plan’s implementation should be presented to the HRC are clearly specified.

k.
That if the plan does not meet the regulatory requirements of 115 CMR 5.14, the plan shall not be implemented (per 115 CMR 5.14 (4) (d) 3. c.  

l.
That if the plan does not meet DDS regulations, the HRC may informally resolve the deficiency with the clinician so that needed treatment may be implemented, per 115 CMR 5.14 (4) (d) 3., c., i.

6. In the case where the HRC determines that the plan does not meet DDS regulations and no satisfactory resolution can be found, the treating clinician, individual, guardian or other representative, may appeal that decision in an ISP appeal, per 115 CMR 5.14 (4) (d) 3., c., ii.

7. Once both the PRC and HRC approve of the plan, the ISP team has agreed on the plan (which is technically a modification to the ISP), it must be submitted to the area or facility director and within ten days of the modification meeting, or decision to waive such a meeting (at the discretion of the service coordinator and with the documented support of the individual or their guardian, per 115 CMR 6.25 (5)), the area or facility director will approve or disapprove of the plan (modification).  The appropriate parties then have the right to appeal per 115 CMR 6.25 (7).

8. In emergency situations the provider may develop and implement a behavior modification plan for an individual on a limited basis and under the following conditions:

a.
The treating clinician, with the concurrence of the program head, determines that the immediate application of the interventions provided for by the proposed plan is necessary to prevent serious harm to the individual or others, per 115 CMR 5.14 (4) (d) 3.,  115 CMR 5.14 (4) (d) 5., and 115 CMR 6.25 (9).

b.
The program has obtained written and separate informed consent from the individual or guardian, if one exists, or on approval of the head of the provider if a guardian is needed but does not exist or exists but is not available and the head of the provider concurrently acts to make a guardian available, per 115 CMR 5.14 (4) (e).

c.
That a physician has determined that the interventions proposed are not medically contraindicated for that individual (115 CMR 5.14 (4) (d) 4).

d.
That the DDS area director or facility director shall be informed of the decision of the program director and the treating clinician to implement an emergency behavior plan by the service coordinator.  

e.
That the treating clinician has 30 days from the date of implementation of an emergency intervention to receive approval from the PRC and the HRC (both of which may do an expedited review at the request of the program head) and file the plan with the ISP team for their consideration at an ISP modification meeting (115 CMR 6.25 (9).  

Level III Behavior Modification Plans


Level III Behavior Modification Plans may include:  contingent application of physical contact as an aversive intervention, time out where an individual is placed in a room alone with the door closed for longer than 15 minutes, an intervention that is highly intrusive and/or highly restrictive of freedom of movement, or any intervention which alone, or in combination with other interventions, or as a result of multiple applications of the same intervention, poses a significant risk of physical or psychological harm to an individual, per 115 CMR 5.14 (3) (d).   The service coordinator, in conjunction with the ISP Team, the PRC, and the HRC for the provider, are all responsible for ensuring safeguarding standards are met.  The Commissioner also plays a critical role with regard to the approval of Level III plans and providers. In addition to the safeguards required for Level I and Level II plans, the following standards must be met regarding the planning and implementation of Level III plans: 

1. Any Level III interventions must be proposed by a program that has been certified by the Department to implement such plans.  These certifications are granted by the Commissioner after review by teams designated by the Commissioner, per 115 CMR 5.14 (4) (f).

2. Level III behavior modification interventions may be used only to address (115 CMR 114 (4) (b) 5.) “extraordinarily difficult or dangerous behavioral problems that significantly interfere with appropriate behavior and or the learning of appropriate and useful skills and that have seriously harmed or are likely to seriously harm the individual or others.”  

3. The Peer Review Committee may not include as a member of the Committee the clinician involved in writing and/or supervising the plan, per 115 CMR 5.14 (4) (d) 5., b.

4. If the person is seen as a competent individual, the program proposing the plan must inform the Commissioner that this is the case and show evidence that the individual has provided informed consent to treatment.  The Commissioner, or their designee, may chose to have the individual evaluated for competency, per 115 CMR 5.14 (4) (e) 1. a.

5. If a person is not competent, a Level III intervention may not be implemented until a court of competent jurisdiction, using a substituted judgment criteria, has approved the interventions, per 115 CMR 5.14 (4) (e) 3. c.

Restrictive Strategies Not Incorporated Into Behavior Modification Plans

The ISP team that is coordinating the treatment planning and safeguarding the rights of an individual, should review any strategy or program that has a restrictive element that is not included in a behavior plan because it is not intended to modify behavior.  Many of these plans are designed to keep an individual safe.  The team should ensure that the strategy is warranted and not overly restrictive and document it in the ISP.

If any such strategy or program contains a limitation of movement, it must consistent with 115 CMR 2.01 “Limitation of movement” and be safeguarded under the provisions articulated for one of the five “reasons” found in this regulatory definition.  This means it is either an emergency restraint, a support to achieve body alignment, a health related protection, a transportation restraint, or a behavior modification intervention.  If a limitation of movement in such a program does not fit one of the reasons just stated, the program or strategy does not meet the due process standard found in the above definition.  All limitations of movement must also be reviewed by the Human Rights Committee of the provider, per 115 CMR 3.09 (1) (b) 2.

If the program or strategy is not a behavior modification plan and involves limitations on possessions under 115 CMR 5.10 (1) or visitations per 115 CMR 5.04 (3), or restrictions of rights other than freedom of movement, not only should it be part of the ISP, but it should be reviewed by the Human Rights Committee of the provider program prior to implementation, to ensure its appropriateness.  The review of safety strategies or programs to ensure that they are consistent with regulation, is an important role of the ISP team.  

The principle of achieving well integrated, sound clinical care and supports would permit anyone with a formal role in the process, e.g. a representative of an HRC, an assigned member of the ISP team, etc., to be able to refer any question or concern they may have about this care to a DDS psychologist, or the Peer Review Committee that reviewed the plan, and expect a substantive answer to their question.  Regulatory safeguarding questions from these individuals, or others, may be posed to the regional Human Rights Specialist, or DDS attorney.

Conclusion:

Everyone can play a role in safeguarding behavior planning.  In addition to the above regulatory requirements, it is further recommended that behavioral treatment and management modalities of behavioral care be integrated into one document.  Multiple plans, strategies and protocols that are designed to address the same or similar behavior should be documented in one plan.  Such plans are sometimes described as “Coordinated Treatment Plans.”  

For clarification of the safeguards described in this document, contact the DDS regional Human Rights Specialist.  If you are unclear about which specialist is assigned to you, please feel free to call 617-624-7738.  

 DPPC-DDS roles

Understanding Abuse and Mistreatment! 
Clarifying the Meanings of These for Investigations 
By Hae Young Cho, Human Rights Specialist Covering Parts of the DDS Southeastern Region 
Both abuse and mistreatment are outcomes no one wants to condone. However, investigations of abuse and mistreatment are regulated by different agencies, based on different standards. These differences can create confusion when reviewing investigations, disposition letters and decision letters or determining which route to pursue when following up on filed complaints. Therefore, it is important to understand the differences. 

DPPC and DDS Roles and Responsibilities 
The Disabled Persons Protection Commission (DPPC) and DDS are independent state agencies. They were created for very different purposes even though both agencies share some of the same consumer pools and have common interest in protecting individuals with disabilities from harm. 

DPPC is a state agency created (by the authority of M.G.L.c.19C) to protect persons with disabilities, between the ages of 18 and 59 years old, from abuse or neglect by their caregivers. DPPC has oversight authority for all abuse investigations for individuals served by DDS, MRC, and DMH. DDS and DPPC worked cooperatively and have agreed to have DPPC become the sole point of entry for complaints in relation to persons with mental retardation. All complaints of abuse, neglect or mistreatment, must be reported to DPPC ! 

DDS is a state agency created (by the authority of M.G.L.123 and 19B) to take cognizance of the general welfare of all persons with mental retardation and to provide services and supports (primarily to adults with mental retardation). In doing so, DDS is committed to providing a safe environment, free from abuse and mistreatment. Freedom from abuse and mistreatment allows individuals with mental retardation to concentrate on becoming valued members of their community, as in the DMR Mission Statement. DDS also has a mandate to investigate allegations of abuse and mistreatment under DDS regulations found within 115 CMR 9.00. 

The authority of DPPC encompasses the following: 

1)  Persons with mental or physical disabilities, and 

2)  Between the ages of 18 through 59. 

3)  DPPC has the power to screen all allegations of abuse or neglect by a caretaker that result in serious physical or emotional injury and to determine who will investigate, if an investigation is warranted. 

4) DPPC has the power to investigate, or oversee agency investigations of cases involving abuse or neglect by caretakers that result in serious physical or emotional injury. 

The authority of DDS is as follows: 

1) to provide safe and effective supports, primarily to adult persons with mental retardation, 

2) to investigate complaints of abuse and neglect as assigned by DPPC, 

3) to review complaints screened out by DPPC as not meeting the standard for abuse and neglect, for evidence of mistreatment. 

4) to investigate complaints of mistreatment under DDS’s regulations. 

Obviously, DDS has a broad mission to provide services, but it also has a work unit for investigating complaints. DPPC has a narrower mission to protect persons with disabilities by screening, and investigating complaints and by providing training on abuse prevention. DPPC oversees the most serious complaints and has a state police unit to facilitate criminal investigations of abuse or neglect. The DDS Investigations unit is assigned by DPPC the performance of many abuse investigations, under DPPC’s supervision and handles complaints with less serious direct outcomes under DDS regulations, with the goal of preventing harm or improving services. 

Abuse and Mistreatment Compared 

DPPC defines abuse according to 19c and as follows: 

An act or omission, which results in serious physical or emotional injury to a disabled person. 

There are two elements in the above statement that are important to keep in mind: 

1) While there are cases where persons act willfully to hurt someone, an “act” includes a reckless or negligent behavior, which may not be intended to cause harm to others. Contrary to the belief of some, an act does not have to be intentional to qualify as abuse. An action is reckless when it is taken without proper regard for the consequences that a reasonable person would recognize. For example, let’s say you are staff to an agency and are angry. You get into the van loaded with individuals to go to the grocery store. You drive 100 MPH in a zone for 65 MPH and got into an accident and an individual was hurt. You would have been engaged in reckless action because you didn’t care to think about whether your action would hurt other people. A reasonable person, however, would believe that such speeds put one at risk for harm. Likewise, Omission can be intentional or unintentional. If you fail to take an action to protect or provide for the daily living needs of a disabled person intentionally or unintentionally, it is an omission. Say you got in the van and drove the speed limit, but failed to tie a wheelchair down properly (omitted this step) and a person got hurt when you turned a corner. You would have been negligent because you knew the tie down is an important step, you failed to take, even though you never intended to cause harm. 

Then, it becomes clear why “Oh, it was only an accident, ‘the caretaker’ did not mean to hurt anyone” is not a good yardstick for determining whether or not abuse occurred. The question that needs to be asked is, “Did the caretaker take the necessary steps to protect individuals from harm or provide for the adequate daily living needs as a reasonable person would have done?” Regardless how conscientious a person might be, if he/she failed to take what could reasonably be seen as the usual steps in providing support for an individual at any time, for whatever the reason, causing injury to a disabled person, it is safe to assume that abuse might have occurred. In this case there are standard procedures for chair tie downs and these weren’t followed. It would be reasonable to expect they would be. A more common example is when a person has a behavior plan guiding staff as to how to work with the individual in a certain type of crisis, but the plan wasn’t followed. In this case, the staff should have known how to handle the situation but neglected to be familiar with the plan and the person got injured. 

1) 2) For an “act” or “omission” to be considered abuse, there has to be signs of physical or emotional injury. This means that while one piece of the standard is present, when you drive around illegally at high speeds or with a chair improperly secured, it may be a reckless or negligent act, it is still not abuse unless someone gets hurt. And for the purposes of DPPC, that someone has to be a person with disability between ages of 18 to 59. Many people are surprised when they file a complaint with DPPC and it gets “screened out” on the ground there is no evidence of injury. We must, therefore, be thorough and complete in our description when we file a complaint. Our description should include not only what category of incident occurred (abuse, neglect or mistreatment), but also what evidence of physical or emotional harm we may have. 

This does not mean it is permissible to use excessive force or verbal abuse as long as there are no signs of harm done! This is where the DDS Investigations Unit comes in. The DDS regulations at 115 CMR 9.00, covers the investigation of acts of mistreatment in addition to acts causing harm. When DPPC “screens out” a case from abuse or neglect charges the complaint process continues. DMR will take the case and complete screening for possible mistreatment. 

Mistreatment defined in 115 CMR 5.05 (1) is as follows: 

“Mistreatment includes any intentional or negligent action or omission which exposes an individual to a serious risk of physical or emotional harm.” 

This indicates that mistreatment includes intentional or unintentional action/omission but there does not have to be a proof of actual harm done to a person. It speaks to “risk” of harm. This is a crucial difference from DPPC’s abuse and neglect standard. Therefore, even if DPPC screens a complaint out for abuse, DDS has, by the authority of its regulations, an obligation to protect individuals from “mistreatment” as well. Identifying “mistreatment” before harm is done can prevent actual harm from occurring. 

The Whole Process 

Once a complaint is filed, the State police unit assigned to DPPC reviews each complaint and takes jurisdiction over all cases that may involve a felony. Each Regional Investigation team of DDS has an investigator assigned as a liaison to DPPC and to the law enforcement community. The investigator liaison will assist District Attorney’s Office and criminal investigator in their investigation as well as serving as a key person in monitoring its progress, ensuring rights and protection of individuals during the investigation and keeping DDS abreast of that progress. 

Any complaint that State police does not take jurisdiction over, will be reviewed by DPPC for determination of abuse. If the complaint meets the criteria for abuse as defined above, and the alleged victim is a person with a disability who is between the ages of 18 and 59, a 19c investigation will be conducted. If it is determined that it qualifies as 19c investigation, DPPC has a decision to make - to assign one of their investigators or to ask the responsible agency to investigate. Either way, whether investigated by DPPC or DDS investigator, if it is determined to be a 19C investigation, the charges of abuse are investigated. DPPC monitors these investigations. 

After DPPC makes the above determination, all complaints they did not take jurisdiction over will be referred to appropriate agencies. If the complaint is filed on behalf of individuals with mental retardation, DPPC will refer these cases to DDS.  DDS then determines whether the condition meets the criteria of “mistreatment” and dispositions the case accordingly (dismissal, investigate or relates to ISP or administrative issues to be handled by region or area). In the decision letter (a letter stating the findings of the investigation that parties to the complaint will receive with the letter from the area office noting what actions were taken), it clearly indicates whether or not a 19c investigation was conducted and if so, whether the charges of abuse were substantiated. If 19c abuse charge was not substantiated, the decision letter further indicates what conclusion was made for the Chapter 9 investigation, regarding an allegation of Mistreatment. 

If the complaint is about a nursing home or hospital, the Department of Public Health (DPH) has the authority to investigate. Complaints should be filed with DPPC, just the same, however, and DPPC will refer the case to appropriate agencies i.e. Department of Social Services (0-21 year olds), DPH or Executive Office for Elder Affairs (60 year olds and above). This allows DDS to be able to track the outcomes of investigations done outside of DDS and DPPC. 

Follow up and Time Lines 

Once a complaint is filed, and after initial work to determine if protective services are needed, there has to be an investigation within reasonable time line for any protection to be effective. These timelines are found in 115 CMR 9.00. 

Disposition of the case (documentation of assignment of case to state police, DPPC Investigator, or referred back to DMR, who may assign an Investigator or send on for administrative review): by the Senior Investigator, no later than 3 days after receipt of the complaint. 

Assignment of investigator if warranted: By Sr. Investigator no later than 24 hours after receiving complaints. 

Decision Letter: By Sr. Investigator to Regional Director within 30 days of the investigator’s appointment. 

Action Plan: Within 10 days of receipt of decision letter from Regional Director, the Complaint Resolution Team (group of citizens and DDS staff who review all complaints to safeguard process) who will generate an action plan under the direction and signature of the area office director. 4 RIGHTS REVIEW 

There are exceptions to these rules. For facilities, standards of the federal Center for Medicaid and Medicare Services (CMS) govern and complaints must be disposed with an expedited resolution. 

In order to monitor investigative process appropriately, it is important to know who the parties are to the complaints and what their authorities and responsibilities are. According to 115 CMR 9:00, the party to the complaint is as follows: 

1) The complainant (reporter): 

2) The person or persons complained of or thought or found to be responsible for any incident or condition subject to investigation: 

3) The guardian of the complainant or person complained of, if any: 

4) Any other individuals harmed (or reasonably believed to be harmed) as a result of the incident or condition, and his or her guardian, if any: 

5) The human rights committee of the involved provider. 

The parties have the right to the following information throughout the process: 

1)  Complaint and disposition letter 

  2)  Decision letter 

 3)  Action letter 

   4)  Right to request a redacted copy of investigative reports if desired, in writing. 

Likewise, the parties have the rights to appeal disposition of the case, decision, and actions to be taken. Generally, the appeal process begins by asking for reconsideration from the Regional Director. If it cannot be resolved satisfactorily at this level, an appeal can be filed with the Commissioner. The standards for appeal can be found in DDS regulation 115 CMR 9.11. 

Others receive information regarding complaint, disposition letter, and decision and action letters. These are the Directors of the provider/designee and Director of Area office/designee. The reason they receive this information is so that they can take timely and adequate protective actions for the individuals involved. The major difference between this group and the parties to the complaint is that this group does not have rights to appeal. They have responsibilities to immediately protect individuals involved and implement protective measure as indicated in the action letter. 

If you are one of the above identified, it becomes important for you to know what is happening with the complaint at all times. There appears to be a lot of questions regarding whom to contact for follow-up. It is actually quite simple if you remember who took jurisdiction to investigate. That is the agency that you should contact for information. If DDS is responsible for the case (if it is a case pertaining to persons with mental retardation) and you have not received information after the timeline specified above, you can contact Regional Investigation office for follow-up. One exception is if a party to the complaint wishes to request investigation report generated for 19c (abuse) allegation, the request must be made to DPPC and not DDS. Likewise, if the complaint was about the program within a nursing home or hospitals, follow-up should be done with DPH (or DPH and DMH if at a psychiatric unit or hospital), or if filed through DPPC, they can follow up for the parties. 

As you can see, there are many differences in how agencies are required to follow-up on cases. However, there are a few that are very important for us to remember when we file a complaint: 

1) 1. File all complaints, abuse and mistreatment with DPPC. 

2) 2. For a follow up on disposition status, contact DPPC or DDS regional Senior Investigator. 

3) 3. For follow up for which DPH or other agencies are responsible, consult DPPC, if filed through their office, or contact those agencies directly. 

4) 4. For any other information, contact, DDS Regional investigation unit. 

Ensure your complaints are accurately reflected by following-up with written complaints to DPPC. 

Once you secure information as to which agency is responsible for investigation, forward a copy of the complaint to that agency. It never hurts to double check the intake process, as this is the foundation for the decisions made for disposition of the complaint. 

Teaching individuals how to exercise their rights
Exercising Human Rights

Though constitutional, legal and civil rights are intended to protect all members of society, including those we support, DDS Regulations [including 115 CMR 3.09 and 5.01-5.16] provide many additional protections for individuals to reflect Federal Court decisions which have addressed historical violations of the constitutional rights of individuals with developmental and other disabilities.

One of these important additional protections we provide for the individuals we support is to assure their knowledge of their rights through individualized teaching and opportunity.  We are mandated to do so by regulation.   

WHAT IS REQUIRED?

I. According to 115CMR 3.09: 

.  .  .  .  

(b)   The general responsibility of the [human rights] committee shall be 

4.   to monitor and review the means utilized by the provider or agency to: 

a.   inform individuals, staff, guardians, and families of the individual's rights;

b.   train individuals served in the exercise of their rights;

c.   provide individuals with the opportunities to exercise their rights to the fullest extent of their capabilities and interests;

So, the human rights committee of each provider agency is responsible to insure that the agency is providing the human rights training.  

II. The regulations go on to specify who actually provides the training:

(3)   The head of every provider shall designate and empower a person employed or affiliated with the provider or agency to serve as the provider's or agency's human rights officer and to undertake the following responsibilities as a formal component of his or her job description for the provider or agency:

 . . . . .

 (b)   . . . . 

1.   to inform . . .  individuals served, . . .  of the individuals' rights, including making copies of 115 CMR 5.00 available for inspection at any time by each individual . . . . ;

2.   to annually train individuals served in the exercise of their human rights, to the maximum of their capabilities and interests (with such annual training to be documented in the individual's record), and to assist them to exercise those rights;

3.   to provide individuals served with opportunities to exercise their rights to the fullest extent of their capabilities and interests, including informing them of the grievance procedures and the right to go to the human rights committee on any issue involving human rights; . . . 

The regulations thus require: 

(1) documented annual training which addresses both the individual’s learning capacity and personal interests; and 

(2)  The ongoing requirement to assist in the exercising of rights.

HOW IS THIS ACHIEVED?

A major challenge in achieving this mandate is addressing the incredible diversity of individual learning styles and capacities the individuals who we support.  Annual training should include how to exercise rights as well as list them in a way similar to Miranda rights (‘you have the right to receive mail, you have the right to make and receive phone calls, etc., etc…’) the training curriculum will have to account for the cognitive capacity and learning style of each individual.   This suggests having access to a variety of materials and approaches which may be adapted for particular individuals.  One size never fits all when it comes to human rights training. 

An additional consideration for individualized human rights training is to maximize choice by considering how the person might best be able to exercise rights in a way that is personally meaningful.  The lifestyle, preferences, support needs, and type of services that the person is receiving will have a lot of relevance in determining in what areas to focus.  For example, choosing where one wants to live may be crucial for one individual, while for another it may be more relevant to participate more fully in health care decisions.       

If we can provide training on exercising human rights that is appropriate to the individuals’ learning style, capacity, and ISP objectives, and if we can focus on areas of the individuals’ lives which are important to them and plan for success, we will succeed in making teaching human rights a part of every day life.  In this way, it will not be an extra duty for staff to perform.  It will not be a once a year, once a month or even once a week exercise for individuals.  Teaching human rights will become a perspective which is applied to activities and decisions of everyday life, be they big or small.  What we are having for dinner tonight, what doctor do I want to see, where do I want to work, what channel do I want to watch on the TV, why does city trash collection pose a problem interfering with my household maintenance and to whom do I complain, etc.  ……  By utilizing an individualized approach to teaching about human rights we may also be able to make the learning process a regular part of daily life. 

One additional resource for Human Rights Officers identified in the regulation notes that training and opportunity requirements are to be provided “with technical assistance of the Department” [115 CMR 3.09 (3)(b)]. What technical assistance can the DMR provide for those Human Rights Officers who must foster learning in such an all-encompassing, global manner?

Two main areas of support are:

1. Helping identify appropriate training materials, and

2. Providing suggestions and detailed consultation for specific homes or individuals on a case by case basis through the regional human rights specialist.

WHAT DO I DO NOW??

How can you as the Human Rights Officer approach the complex yet important endeavor of supporting individuals in exercising their human rights?  Many “tried and true” approaches and suggestions are already well-known and utilized across the state, and are listed below.  Providing rights training and opportunities can be approached from three perspectives:  (1) individual, (2) group, and (3) organizational/community.

I. INDIVIDUAL

1 Assess the learning style, training needs, and preferences of the individuals who you serve.  You can develop your own assessment tool or utilize and customize one that has already been developed

2 Develop a teaching plan for each individual 

3 Work with the individual to identify a goal that is meaningful to them for exercising human rights.

4 Personal human rights scrapbooks which could have pictures of each individual exercising their rights in a way that is meaningful to them.  

5 Try to engage the individual in developing a human rights goal to work on during the year.  If this can be incorporated into the ISP, then you can be doing two things at once; helping to teach the exercise of human rights, and working on the ISP.  Even the act of including the exercising of one’s human rights as a goal in the ISP with the input of the individual, is in itself an achievement of exercising rights. 

6 Utilize teachable moments to problem solve with a human rights perspective.  

7 If an individual is displeased with some agency procedures that they feel are restrictive such as a behavior plan which has been consented to by a guardian, you can help them to receive and explanation of the need for the plan and the criteria under which the need for the plan is being based, what they would need to demonstrate or achieve to have the plan modified or eliminated, and the process by which the ongoing need for the plan is evaluated.  

II. GROUP

5 Make sure that the exercising of human rights is one of the regular topics at house, worker, or other ‘consumer’ meetings. 

6 Promote discussion of human rights in group problem-solving, especially where conflict resolution is necessary, or where group decisions or taking turns is required.

7 Provide environmental/informational resources in daily life on bulletin boards, newsletters, event planning, etc.  

III. ORGANIZATIONAL/COMMUNITY
8 Locate and access people who can make presentations, 

9 Visit, access, and become familiar with places where rights can be accessed, demonstrated and exercised (city hall, other local state and federal government resources)

10 Identify all of the teaching resources that are available, both ‘canned’ from training organizations, and ‘homemade’ within your own agency.  This can include DVD’s videos, written material, picture books.  It can also include ideas’ such as individualized human rights booklets, and materials you and your fellow agency staff and individuals develop.

11 Utilize a process for evaluating the progress that each individual is making in exercising their human rights. 

12 Make sure that the exercising of human rights is one of the regular topics at team meetings or staff meetings. 

13 Convene with your fellow human rights officers to share ideas, challenges and successes

14 Communicate with the Human rights committee on your progress

15 Work with a local college or community access television to make your own human rights movie

16 Promote membership in a self advocacy group such as Mass Advocates Standing Strong.  If there is not local chapter in your area, consider starting one

17 Promote civic participation by facilitating access to municipal government committees, city council meetings, meetings with elected officials, etc.  

Direct Care Staff and Human Rights 
By Pat Freedman, Chair 
Human Rights Advisory Committee 
Protecting the human rights of people served by the Department of Developmental Services is the responsibility of many people. Everyone connected with any aspect of the life of someone served by DDS has a role to play to ensure that human rights are protected and enhanced. For some people, their primary responsibility is the protection of these human rights. 

These people include Human Rights Officers, Human Rights Coordinators, members of Human Rights Committees and members of the Statewide Human Rights Advisory Committee. However there are people whose job titles may not include “human rights”, but who also play a significant role in protecting the human rights of people served by DDS. 

One group that plays a particularly significant role is direct care staff. In fact, direct care staff are often the most important people in the lives of people served by DDS. This is especially the case for the majority of people served by DDS, who now live and work in community based programs. 

The close relationship that direct care staff have with people served by DDS places them in an unique position to notice clues that may indicate abuse or violation of human rights. Direct care staff promote human rights by helping their clients take pride and pleasure in what they are doing. Direct care staff play a significant role in reporting human rights violations and in advancing the human rights of some of our most vulnerable citizens. 

If we are to continue to have a strong human rights system, we need to have people throughout the system who are skilled, experienced, trained, and adequately compensated. Without direct care staff that are adequately skilled, trained, and compensated, the quality of life for people served by DDS is likely to diminish. 

Direct care staffs are an indispensable link to our efforts to protect and advance the human rights of people served by DDS. All of us involved with human rights need to work to make sure that this link remains strong.
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