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Section I: Background

Six Developmental Disability (DD) Proxy measures were chosen by stakeholders and subsequently required to be reported by CMHSPs in June, 1996. These measures provided a general description of people with developmental disabilities served by the Michigan public mental health system. The information was intended for use in planning and quality improvement efforts. For example, last year information was used by the “Improving Outcomes” project that pulled together the DD proxy measures with other Quality Improvement (QI) data to build an understanding of the experiences of adults with DD who live in settings licensed for seven or more beds and children with DD in any licensed setting. 

Recent experience and reports, including observations and reports from the Wayne State University Developmental Disabilities Institute (DDI) Mount Pleasant Monitoring project, feedback from the Center for Positive Living Supports, and communication with the Centers for Medicare and Medicaid Services (CMS) related to Michigan’s system of monitoring health and welfare of people enrolled in the Habilitation Supports Waiver (HSW) and the Children’s Waiver Program (CWP), suggested to MDCH that there needed to be better information about the people served by the public mental health system.  The information needed to give MDCH, PIHPs, and other managers the capability to identify “vulnerable” people. 

In 2010, MDCH charged a stakeholder group with revisiting the DD proxy measures with the intent to meet the revised purpose. The result of this months-long effort was a set of revised QI requirements in Attachment 6.5.1.1. of the MDCH/PIHP and MDCH/CMHSP contracts. 

Three measures titled, “Health and Other Conditions” were developed and will be collected for all populations who use PIHP/CMHSP services. These measures will provide information about chronic health conditions and sensory abilities and needs. 

The DD proxy measures were revised and expanded in order to collect more detail regarding variations in functional abilities and support needed. Collection and analysis of these measures will provide information to support planning, prevention, and will increase capacity to identify and monitor people who may be at increased risk or “vulnerable” to poor health outcomes. 

Section II: General Information

For which people are the measures to be used?  

There are now two sets of measures, one for use with all populations and one for use with people with DD:  

Measures for Health and Other Conditions
Report measures for all people who receive services from the PIHP/CMHSP.  This includes children, people with mental health needs, and people with developmental disabilities who receive a service from the community mental health system. 
Measures referred to as “DD Proxy”

Report measures for people who receive services from the PIHP/CMHSP and have a developmental disability (DD). This includes adults with a dual diagnosis of mental illness (MI)/DD and children with a dual diagnosis of serious emotional disturbance (SED)/DD. 

Effective date: Projected April 1, 2011 

A final effective date will be based on completion of changes to the information and reporting systems.  As of the effective date, information should no longer be entered into DD proxy measures #19 through #24.

When a person’s information needs to be updated, either for significant changes that occur or for the annual update, report the information using DD proxy measures #42 through #52 for people with DD. Additionally, as of the effective date, begin reporting measures #39, #40 and #41 for all people who receive services from the PIHP/CMHSP. 

When is the information reported/updated? 
There are no changes in the frequency of reporting this data; only the measures and the populations to report have changed. You will continue to report QI measures when a person begins receiving public mental health services for the first time and update when significant changes occur, but not less than annually. Information can be gathered as part of the person-centered planning process. 

Movement from the current QI measures to new QI measures will be gradual over the next year.  One year after the effective date, the new QI measures should be fully implemented and reported for every person covered.  

How do I find/know the information?  
This information can be gathered through direct questioning of the person and his/her natural supports, observation of the person, communication with other members of his/her support team, and/or review of available documentation, including case files, medical records, and assessment forms. Where possible, the person is the primary source of information.

What is the standard for completion? 
MDCH requires that efforts be made to complete and accurately report information. The standards require 95% completion for every measure. 
Why are abbreviations included? 
Each measure includes a standard abbreviation that is used for IT and descriptive purposes. For example, for the DD proxy measure related to communication style, the abbreviation is “COMTYPE”.

General Definitions: 

“Challenging behavior”:  seriously aggressive, self-injurious, or other behaviors that place the person or others at risk of harm

Treated: the person saw a physician or medical specialist, received related therapy, or took medication for the condition

Missing: If no answer is provided for this question it will be classified as “missing” and will count towards the 95% completion score.
Section III: Health and Other Conditions Measures 

HEALTH AND OTHER CONDITIONS FOR ALL POPULATIONS
The following three elements should be collected for all populations.  These are conditions that affect all people served by the public mental health system and impact the success of the specialty services and supports they receive. The information is obtained from the individual’s record and/or observation. Complete when an individual begins receiving public mental health services for the first time and update at least annually. Information can be gathered as part of the person-centered planning process. PIHPs and CMHSPs should be aware of these conditions and assure that care for them is being provided.  MDCH is collecting this data in order to have more complete information about people served by the public mental health system who are more vulnerable.
Rationale:

Increased information about chronic health conditions and function is needed for local, regional and state planning purposes. The ten health conditions are not intended to be a comprehensive list of all conditions, but represents conditions that occur more frequently and/or conditions that may increase a person’s risk of poor health outcome or may require special expertise or attention.

This information will be used, in correlation with other relevant event information to analyze and develop plans to address conditions that increase a person’s risk for poor outcomes and to take steps to improve outcomes. 

Definitions and/or Clarifications: 

Health and Other Conditions: measures (# 39, 40 and 41 including sub questions, 41.1- 41.10) that are related to health diagnoses, chronic medical or health circumstances, and vision and hearing ability. 

Obtaining the information: While reporting of these measures is done annually and when significant change occurs, the information will typically be gathered over time as part of an assessment and planning process and may be obtained from treatment records, case files, and information from the person, caregivers, and/or family.  
39. Hearing 95% accuracy and completeness required



39.1: 
Ability to hear (with hearing appliance normally used) (HEARING)
1 = Adequate—No difficulty in normal conversation, social interaction, listening to TV

2 =
Minimal difficulty—Difficulty in some environments (e.g., when person speaks softly or is more than 6 feet away)  

3 = Moderate difficulty—Problem hearing normal conversation, requires quiet setting to hear well 

4 =
Severe difficulty—Difficulty in all situations (e.g., speaker has to talk loudly or speak very slowly; or person reports that all speech is mumbled) 

5 = No hearing 

Blank = Missing


39.2:
Hearing aid used (HEARAID)



1 = Yes





2 = No





Blank = Missing

Rationale: 

Information about prevalence and degree of hearing impairment will be used for state and local planning to deepen understanding and reduce risks related to hearing limitations that include isolation or depression.

Definitions and/or Clarifications: 

Hearing: the ability to receive audible sounds, with hearing appliances (e.g., hearing aid) if normally used. 

Hearing status should be evaluated with respect to the person’s usual way of listening. If the person has an adaptive hearing device, aid or appliance, and usually uses/wears it, evaluate his/her hearing with the working device in place. However, if the person has a hearing device, but does not typically use/wear it, then evaluate his or her hearing without the use of the device. 
Additional Guidance for Reporting: 

“Minimal difficulty” – The person has difficulty hearing in an environment with background noise, but can maintain participation with repeating of sounds/words.

“Moderate difficulty” – The person needs to position himself or herself within six feet of the speaker in a quiet setting. 

“Severe difficulty” – The person has difficulty hearing regardless of proximity and even if the speaker is speaking loudly.
40. Vision 95% accuracy and completeness required

40.1: 
Ability to see in adequate light (with glasses or with other visual appliance normally used) (VISION)

1 = Adequate—Sees fine detail, including regular print in newspapers/books or small items in pictures

2 = Minimal difficulty—Sees large print, but not regular print in newspapers/books or cannot identify large objects in pictures

3 = Moderate difficulty—not able to see newspaper headlines or items in pictures, but can identify objects in his/her environment

4 = Severe difficulty—Object identification in question, but the person’s eyes appear to follow objects, or the person sees only light, colors, shapes

5 = No vision—eyes do not appear to follow objects; absence of sight

Blank = Missing

40. 2: Visual appliance (VISAPP)

1 = Yes

2 = No

Blank = Missing

Rationale:

Information about prevalence and degree of vision impairment will be used for state and local planning to deepen understanding and reduce risks related to vision limitations that can include decreased access to activities, isolation or depression.

Definitions and/or Clarifications: 

Vision: the ability to see with adequate lighting and (if prescribed) with glasses or with any other visual appliance normally used. 


Adequate lighting: sufficient or comfortable lighting for a person with normal vision.

Visual appliance: examples include glasses, contact lenses, and a magnifier. 
If the person has glasses or a visual appliance, and usually wears them/uses it, evaluate his/her vision with the working device in place. However, if the person has glasses or a visual appliance, but does not typically wear them/use it, then evaluate his or her vision without the use of the device. Make determination about level of vision based on observation or you may use optometrist or ophthalmologist diagnosis when necessary and available.
This measure assumes that there is adequate lighting and the assistance of visual appliances, if used (e.g., glasses, magnifying glass). 

Additional Guidance for Reporting: 

“Adequate” – person sees small objects such a needle or small button. 

“Minimal difficulty” – person has difficulty seeing small objects such as a needle or small button.
“Moderate difficulty” – not able to see large print but can identify objects larger than a needle or small button in his/her environment. 

41. Health Conditions 95% accuracy and completeness required
Indicate whether or not the individual had the presence of each of the following health conditions, as reported by the individual, a health care professional or family member. 

Rationale:

Identified conditions may be associated with poor health outcomes; some of which can be managed, prevented, or improved. 
Definitions and Clarifications: 

As reported by the individual: Responses to health condition measures are required for people served by the PHIP/CMHSP. Some people receive relatively limited or focused support and others have extensive health care professional involvement. Allowing the option of the person or family to report enables staff to determine how to most efficiently and accurately gather the information. In some cases, individuals and families will be best able to provide information about health conditions.  In other cases, there are significant or changing chronic health conditions and health records, so professionals will be the best source of information. Self-report has been used in other health collection information without compromising accuracy of data.

Definition used throughout this section:

Information unavailable: Responses to the health conditions measures are required for people served by the PIHP/CMHSP. Some people will have limited involvement with the public mental health system and historic and/or current health information for the conditions may not be readily available.  Because of the importance of these health measures, every effort should be made to find and report the information, thus there is a 95% standard for completeness. A response of “information not available”, provided for some measures, allows the state to separate inability to find information (information not available) from failure to complete responses (information missing). 

Treated for the condition: the person met with a physician or medical specialist, received related therapy, or took medication for the condition.
41.1: 
Pneumonia (2 or more times within past 12 months) – including Aspiration Pneumonia (PNEUM)

1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months

3 = Treated for the condition within the past 12 months



4 = Information unavailable



Blank = Missing

Rationale:

Repeated pneumonia, especially co-occurring with other conditions or illnesses, increases the risk of poor health outcomes.

Definitions and/or Clarifications: 

Pneumonia: an inflammatory condition of the lungs in which they become obstructed with fluid, causing difficult breathing and possibly suffocation.
Aspiration Pneumonia: refers to the passage of food, water, stomach acid, vomit or another foreign material into the lungs. Aspiration, particularly involving gastric acid, will often result in a serious pneumonia.
.
Additional Guidance for Reporting: 

The identified condition is the occurrence of pneumonia TWO TIMES within the past 12 months:

“Never present” – Report response #1 if the person was not treated for pneumonia OR  was treated for only ONE occurrence of pneumonia within the past 12 months. 

“History of condition, but not treated for the condition within the past 12 months” – Report response #2 if a person was treated for an occurrence of pneumonia TWO TIMES or more in his/her history (years in the past), but has NOT been treated for  pneumonia or treated only for ONE occurrence of pneumonia within the past 12 months.

“Treated for the condition within the past 12 months” - Report response #3 if a person has been treated for pneumonia TWO or more times within past 12 months.

41.2: 
Asthma (ASTHMA)



1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months



3 = Treated for the condition within the past 12 months



4 = Information unavailable 



Blank = Missing

Rationale:

Asthma, especially co-occurring with other illnesses or conditions, increases the risk of poor health outcomes.

Definitions and/or Clarifications: 

Asthma: a chronic inflammatory disease of the lungs, in which the airways may unexpectedly and suddenly narrow, often in response to an allergen, cold air, exercise, or emotional stress. Symptoms include: wheezing, shortness of breath, chest tightness, and coughing.


41.3: 
Upper Respiratory Infections (3 or more times within past 12 months) (RESP)



1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months



3 = Treated for the condition within the past 12 months



4 = Information unavailable 



Blank = Missing

Rationale:

Repeated upper respiratory infections, especially co-occurring with other conditions or illnesses, increase the risk of poor health outcomes.

Definitions and/or Clarifications: 

Upper respiratory infection: an infection of the upper part of the respiratory system which is above the lungs. An upper respiratory infection can be due to any number of viral or bacterial infections. These infections may affect the throat (pharyngitis), nasopharynx (nasopharyngitis), sinuses (sinusitis), larynx (laryngitis), trachea (tracheitis), or bronchi (bronchitis).

Additional Guidance for Reporting: 

The identified condition is THREE or more upper respiratory infections within the past 12 months:

“Never present” – Report response #1 if the person was NOT treated for an upper respiratory infection OR was treated for only ONE or TWO infections within the past 12 months

“History of condition, but not treated for the condition within the past 12 months” – Report response #2 if a person was treated for THREE or more upper respiratory infections within any single year in the past but was not treated for THREE or more infections within the past 12 months. If the person was treated for THREE or more infections in the past, but was not treated for any infections, treated for ONE infection, or treated for TWO infections in the past 12 months, report response #2.

“Treated for the condition within the past 12 months” – Report #3 if a person has been treated for THREE or more upper respiratory infections within the past 12 months.

41.4: 
Gastroesophageal Reflux, or GERD (GERD)


1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months



3 = Treated for the condition within the past 12 months



4 = Information unavailable 



Blank = Missing

Rationale:

Gastroesophageal Reflux (GERD), especially in co-occurring with other conditions or illnesses, increases the risk of poor health outcomes. Some people may exhibit behaviors, like meal refusals, if they are experiencing GERD.
Definitions and/or Clarifications: 

Gastroesophageal Reflux (GERD): the return of stomach contents back up into the esophagus. This frequently causes heartburn because of irritation of the esophagus by stomach acid. 

Additional Guidance for Reporting: 

“Treated for the condition within the past 12 months” – Report response #3 if the treatment for a person’s reoccurring problem with GERD was ordered by a health professional. 
41.5: 
Chronic Bowel Impactions (BOWEL)



1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months



3 = Treated for the condition within the past 12 months



4 = Information unavailable 



Blank = Missing

Rationale:

Chronic Bowel Impactions, especially co-occurring with other conditions or illnesses, increases the risk of poor health outcomes. 

Definitions and/or Clarifications: 

Chronic Bowel Impactions: any obstruction that results in failure of the contents of the intestine to progress through the lumen of the bowel. The most common cause is a mechanical blockage resulting from adhesions, impacted feces, tumor of the bowel, hernia, intussusception, volvulus, or the strictures of inflammatory bowel disease. Chronic impactions may lead to bowel obstruction.
41.6: 
Seizure disorder or Epilepsy (SEIZURE)


1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months

3 = Treated for the condition within the past 12 months and seizure free

4 = Treated for the condition within the past 12 months, but still experience occasional seizures (less than one per month)

5 = Treated for the condition within the past 12 months, but still experience frequent seizures 



6 = Information unavailable 



Blank = Missing

Rationale:

Seizure disorders, especially co-occurring with other conditions or illnesses, increases risk of poor health outcomes.

Definitions and/or Clarifications:

Epilepsy or seizure disorder: a physical condition that occurs when there is a sudden, brief change in how the brain works. When brain cells are not working properly, a person's consciousness, movement, or actions may be altered for a short time. These physical changes are called epileptic seizures. Epilepsy, therefore, is sometimes referred to as a seizure disorder. 

Occasional seizures: the occurrence of seizures, on average, less than one times per month

Frequent seizures: the occurrence of seizures, on average, one or more time per month.

41.7: 
Progressive neurological disease, e.g., Alzheimer’s (NEURO)



1 = Not present



2 = Treated for the condition within the past 12 months



3 = Information unavailable 



Blank = Missing

Rationale:

Progressive neurological diseases, especially co-occurring with other conditions or illnesses, increase the risk of poor health outcomes.

Definitions and/or Clarifications: 

Treated for:  a medical diagnosis and/or medical treatment
Progressive: worsening over time and expected to worsen in the future.
Dementia: a loss of mental ability severe enough to interfere with normal activities of daily living, lasting more than six months, not present since birth, and not associated with a loss or alteration of consciousness.

Alzheimer's disease: Alzheimer's disease is the most common cause of dementia — the loss of intellectual and social abilities severe enough to interfere with daily functioning. In Alzheimer's disease, healthy brain tissue degenerates, causing a steady decline in memory and mental abilities. 
 

Parkinson's disease: A chronic progressive neurological disease chiefly of later life that is linked to decreased dopamine production in the substantia nigra and is marked especially by tremor of resting muscles, rigidity, slowness of movement, impaired balance, and a shuffling gait. 

Additional Guidance for Reporting: 

For purposes of this question, report response #1 unless the person has a diagnosis of dementia, Parkinson’s, or Alzheimer disease. 

41.8:
Diabetes (DIABETES)

1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months

3 = Treated for the condition within the past 12 months



4 = Information unavailable 

Blank = Missing

Rationale:

Diabetes, especially co-occurring with other conditions or illnesses, increases the risk of poor health outcomes. 

Definitions and/or Clarifications: 

Diabetes: a condition whereby the body is not able to regulate levels of glucose (a sugar) in the blood, resulting in too much glucose being present in the blood.

Type 1 Diabetes: results from the body's failure to produce insulin, and presently requires the person to inject insulin. (Also referred to as insulin-dependent diabetes mellitus, IDDM for short, and juvenile diabetes.) 

Type 2 Diabetes: results from insulin resistance, a condition in which cells fail to use insulin properly, sometimes combined with an absolute insulin deficiency. (Formerly referred to as non-insulin-dependent diabetes mellitus, NIDDM for short, and adult-onset diabetes.) 

Additional Guidance for Reporting: 

For purposes of this question, report response #2 or #3 only if the person has a medical diagnosis of Type I or Type II Diabetes. 

41.9: 
Hypertension (HYPERTEN)


1 = Never present

2 = History of condition, but not treated for the condition within the past 12 months

3 = Treated for condition within the past 12 months and blood pressure is stable

4 = Treated for condition within the past 12 months, but blood pressure remains high or unstable 

5 = Information is unavailable

Blank = Missing

Rationale:

Hypertension, especially co-occurring with certain conditions or illnesses, increases the risk of poor health outcomes. 

Definitions and/or Clarifications: 

Hypertension: a chronic medical condition in which the blood pressure is elevated. 
Additional Guidance for Reporting: 

For purposes of this question, report response #2 or #3 only  if the person has a medical diagnosis of Hypertension. 


41.10: Obesity (OBESITY)


1 = Not present 



2 = Medical diagnosis of obesity present or Body Mass Index (BMI) > 30 



Blank = Missing

Rationale:

Obesity, especially co-occurring with other conditions or illnesses, increases the risk of poor health outcomes.

Definitions and/or Clarifications: 

Obesity: Body Mass Index (BMI) of 30 or greater. A BMI of 30 is about 30 pounds overweight.

Additional information about Body Mass Index, including information about computing the index, can be found at the U.S. Department of Health and Human Services sponsored website: http://www.nhlbisupport.com/bmi/.
Body Mass Index (BMI) Scale:

Underweight = less than 18.5

Normal Weight = 18.5 – 24.9

Overweight = 25 – 29.9

Obesity = 30 or greater

Additional Guidance for Reporting: 

Report response #1 if the person has a body mass index of 29 or less

Section IV: DD Proxy Measures 

PROXY MEASURES FOR PEOPLE WITH DEVELOPMENTAL DISABILITIES

The following 11 elements are proxy measures for people with developmental disabilities. The information is obtained from the individual’s record and/or observation.  Complete when an individual begins receiving public mental health services for the first time and update at least annually. Information can be gathered as part of the person-centered planning process. 
For purposes of these data elements, when the term “support” is used, it means support from a paid or un-paid person or technological support needed to enable the individual to achieve his/her desired future. The kinds of support a person might need are:

· “Limited” means the person can complete approximately 75% or more of the activity without support and the caregiver provides support for approximately 25% or less of the activity.  
· “Moderate” means the person can complete approximately 50% of the activity and the caregiver provides supports the other 50%.  
· “Extensive” means the person can complete approximately 25% of the activity and the caregiver provides support for 75% of the activity.
· “Total” means the person is unable to complete the activity and the caregiver is providing 100% support
Rationale:

These measures will provide a more detailed description of the ability and needs of people with developmental disabilities. The measures capture level of support needed to provide a more complete understanding of potential vulnerability. 

Definitions and/or Clarifications: 

Kinds of Support: refers to the amount or level of support and includes such things as hands-on, cueing, supervision or equipment.
A percentage (%) was included above in the definitions for limited, moderate, extensive, and total support to help you quantify these subjective words.  To complete the measure, you will need to have knowledge about the person in order to estimate capacity and an understanding of the usual support or ability to perform the task and apply the measures.  

Additional Guidance for Reporting: 

When reporting each measure, choose the answer that is based on “usual” support or ability. 

42. Predominant Communication Style (People with developmental disabilities only) (COMTYPE) 95% completeness and accuracy required 
Indicate from the list below how the individual communicates most of the time: 

1 = English language spoken by the individual 

2 = Assistive technology used (includes computer, other electronic devices) or symbols such as Bliss board, or other “low tech” communication devices. 

3 = Interpreter used - this includes a foreign language or American Sign Language (ASL) interpreter, or someone who knows the individual well enough to interpret speech or behavior. 

4 = Alternative language used - this includes a foreign language, or sign language without an interpreter. 

5 = Non-language forms of communication used – gestures, vocalizations or behavior.

6 = No ability to communicate 

Blank = Missing 

Rationale: 

The intent of this measure is to determine how the person communicates most often in face-to-face interaction. 

Definitions and/or Clarifications:

Communication Style: the manner of communication used, not the ease of being understood or level of complexity or clarity in the communication. The measure is not intended to capture whether or not family, friends, or caregivers understand the person through his or her predominant communication style. 

Additional Guidance for Reporting: 

“Interpreter used” – Report response #3 if the person uses a foreign language or ASL and there is usually an interpreter available. If the person communicates through behavior or gestures, report response #5, rather than #3.
43. Ability to Make Self Understood (People with developmental disabilities only) (EXPRESS) 95% completeness and accuracy required. *Note: For children who are 5 years old or younger, please see alternative definitions below
Ability to communicate needs, both verbal and non-verbal, to family, friends, or staff

1 = Always Understood – Expresses self without difficulty

2 = Usually Understood – Difficulty communicating BUT if given time and/or familiarity can be understood, little or no prompting required

3 = Often Understood – Difficulty communicating AND prompting usually required

4 = Sometimes Understood - Ability is limited to making concrete requests or understood only by a very limited number of people 

5 = Rarely or Never Understood – Understanding is limited to interpretation of very person-specific sounds or body language

Blank = Missing

Rationale:

Difficulties in communicating can result in a person feeling or being isolated and/or for problems and needs to be unrecognized and/or unmet. 
This measure is intended to capture how often the person is able to successfully communicate his or her needs to family, friends, or staff, regardless of his or her predominant communication style. Sometimes a person will communicate through gestures or behavior and a family member, friend, or staff is able to understand what he or she wants or needs. 

There are many factors that impact a person’s ability to make himself/herself understood, including such things as aphasia, reduced voice volume and difficulty in producing sounds, or trouble finding the right words, or psychotic symptoms. 

Definitions and/or Clarifications:

Ability to Make Self Understood: the ability to express or make known requests, needs, opinions, urgent problems, and social conversation.
Verbal:  the person uses speech as his/her means of communicating with others.

Non-verbal: the person uses gestures, sign language, sounds, adaptive equipment and/or writing as his/her means of communicating with others.

Ability to make self understood should be evaluated with respect to the person's usual way of communicating. If the person uses a communication device, uses sign language or otherwise communicates using an aid or appliance, evaluate his/her ability with this method or device in use.  If the person has a device but does not use it, evaluate their ability to communicate without the method or device. 

Additional Guidance for Reporting: 

For those people who use sign language and therefore require a listener who understands sign language, rate them as often or sometimes understood, depending upon their degree of access to sign-capable people in their normal daily life.  

“Often Understood” – Report response #3 if the person can be understood about half of the time by most people

*For reporting children 5 or younger:
“Rarely or Never Understood” – Report response #5 for children 5 or younger when understanding is limited to interpretation of very person-specific sounds or body language and/or a child age 5 or younger is not yet using verbal or non-verbal communication.
44. Support with Mobility (People with developmental disabilities only) (MOBILITY) 95% completeness and accuracy required. *Note: For children who are younger than 5 years old, please see alternative definitions below
1 = Independent - Able to walk (with or without an assistive device) or propel wheelchair and move about 

2 = Guidance/Limited Support - Able to walk (with or without an assistive device) or propel wheelchair and move about with guidance, prompting, reminders, stand by support, or with limited physical support.

3 = Moderate Support - May walk very short distances with support but uses wheelchair as primary method of mobility, needs moderate physical support to transfer, move the chair, and/or shift positions in chair or bed

4 = Extensive Support - Uses wheelchair exclusively, needs extensive support to transfer, move the wheelchair, and/or shift positions in chair or bed

5 = Total Support – Uses wheelchair with total support to transfer, move the wheelchair, and/or shift positions or may be unable to sit in a wheelchair; needs total support to shift positions throughout the day

Blank = Missing

Rationale:

Ability to move impacts quality of life and people needing total support represents a risk factor for digestion and skin integrity. 

Definitions and/or Clarifications: 

Mobility: walking, transferring, and shifting position.
Additional Guidance for Reporting: 

“Total Support” – Report response #5 if the person cannot bear any weight.
*For reporting children 5 or younger:
You may choose 3 or 4 based on applying the expanded definition: 

3 = Moderate Support - May walk very short distances with support but uses  wheelchair as primary method of mobility, needs moderate physical support to transfer, move the chair, and/or shift positions in chair or bed or a child is age 5 or younger and scoots, crawls, creeps on hands and knees, or walks a few steps independently or when holding hands with a caregiver.

4 = Extensive Support - Uses wheelchair exclusively, needs extensive support to transfer, move the wheelchair, and/or shift positions in chair or bed or a child is age 5 or younger and is primarily carried or transported by a caregiver.
45. Mode of Nutritional Intake (People with developmental disabilities only) (INTAKE) 95% completeness and accuracy required. *Note: For children who are younger than 5 years old, please see alternative definitions below 
1 = Normal – Swallows all types of foods

2 = Modified independent – e.g., liquid is sipped, takes limited solid food, need for modification may be unknown

3 = Requires diet modification to swallow solid food – e.g., mechanical diet (e.g., purée, minced) or only able to ingest specific foods 

4 = requires modification to swallow liquids – e.g., thickened liquids

5 = Can swallow only puréed solids AND thickened liquids

6 = Combined oral and parenteral or tube feeding

7 =
Enteral feeding into stomach – e.g., G-tube or PEG tube

8 = Enteral feeding into jejunem – e.g., J–tube or PEG-J tube

9 = Parenteral feeding only—Includes all types of parenteral feedings, such as total parenteral nutrition (TPN)

Blank = Missing

Rationale: 

The ability to swallow safely can be affected by many disease processes and functional decline. Often, a person with swallowing difficulties requires altered consistencies of food and fluids, or he/she may not be able to ingest nutrition by mouth. This item describes the diet consistencies and modifications in place to address the person’s swallowing difficulties.

Definitions and/or Clarifications:

Enteral nutrition: a way to provide food through a tube placed in the nose, the stomach, or the small intestine. A tube in the nose is called a nasogastric tube or nasoenteral tube. A tube that goes through the skin into the stomach is called a gastrostomy or percutaneous endoscopic gastrostomy (PEG). A tube into the small intestine is called a jejunostomy or percutaneous endoscopic jejunostomy (PEJ) tubeEnteral 

Parenteral feeding: intravenous feeding.

Review the available documentation, including physician, dietitian, and speech language pathology notes, if available.

*For reporting children 5 or younger:
2 = Modified independent – e.g., liquid is sipped, takes limited solid food, need for modification may be unknown or a child age 5 or younger is bottle fed or eats foods specially prepared by the caregiver to accommodate current developmental needs.  

46. Support with Personal Care (People with developmental disabilities only) (PERSONAL) 95% completeness and accuracy required.
Ability to complete personal care, including bathing, toileting, hygiene, dressing and grooming tasks, including the amount of help required by another person to assist.  This measure is an overall estimation of the person’s ability in the category of personal care.  If the person requires guidance only for all tasks but bathing, where he or she needs extensive support, score a “2” to reflect the overall average ability. The person may or may not use assistive devices like shower or commode chairs, long-handled brushes, etc. Note: assistance with medication should NOT be included.

1 =
Independent - Able to complete all personal care tasks without physical support

2 =
Guidance/Limited Support - Able to perform personal care tasks with guidance, prompting, reminding or with limited physical support for less than 25% of the activity

3 =
Moderate Physical Support - Able to perform personal care tasks with moderate support of another person

4 =
Extensive Support - Able to perform personal care tasks with extensive support of another person

5 =
Total Support – Requires full support of another person to complete personal care tasks (unable to participate in tasks)

Blank = Missing

Rationale: 

The ability to complete personal care impacts a person’s quality of life. 

Additional Guidance for Reporting: 

“Moderate Physical Support” – Report response #3 if the person does about half of the category of personal care tasks and another person helps with the other half of the category of personal care tasks.

“Extensive Support” – Report response #4 if the person needs support with more than 75% of the category of personal care tasks.

“Total Support” – Report response #5 if the person needs support with 100% of the category of personal care tasks.

47. Relationships (People with developmental disabilities only) (RELATION) 95% completeness and accuracy required 
Indicate whether or not the individual has “natural supports” defined as persons outside of the mental health system involved in his/her life who provide emotional support or companionship.

1 = Extensive involvement, such as daily emotional support/companionship 

2 = Moderate involvement, such as several times a month up to several times a week 

3 = Limited involvement, such as intermittent or up to once a month 

4 = Involved in planning or decision-making, but does not provide emotional support/companionship 

5 = No involvement 

Blank = Missing 

Rationale: 

Relationships with people, other than staff, provide an indication of involvement with a diversity of people and/or that the person is active in roles and relationships in general community activities.  

Definitions and/or Clarifications:

Involvement: contact including by phone, Email or in person.
Emotional support:  includes engagement and relationships that develop and/or support feelings of safety and being loved. 

Natural supports: includes family even if they receive payment from public systems. Do not include public guardians. 

Persons outside of the mental health system:  If a person has friends who are paid staff working in the public mental health system (PIHP/CMHSP/provider organizations) to provide support to him or her, including peer support specialists, they should not be counted in response to this question.  While theses friendships are important, this question is to gauge the level of involvement of people not employed as public mental health staff. If family is paid, however, they SHOULD still be included.

48. Status of Family/Friend Support System (People with developmental disabilities only) (SUPPSYS) 95% completeness and accuracy required 
Indicate whether current (unpaid) family/friend caregiver status is at risk in the next 12 months; including instances of caregiver disability/illness, aging, and/or re-location. “At risk” means caregiver will likely be unable to continue providing the current level of help, or will cease providing help altogether but no plan for replacing the caregiver’s help is in place. 

1 = Care giver status is not at risk 

2 = Care giver is likely to reduce current level of help provided 

3 = Care giver is likely to cease providing help altogether 

4 = Family/friends do not currently provide care

5 = Information unavailable

Blank = Missing 

Rationale: 

This measure is intended to capture when a person’s unpaid caregiver will likely be unable to continue providing support and there is no plan in place to replace his or her caregiver.  This unstable situation could put the person at risk of becoming isolated and/or result in need to change supports or living arrangements.

Definitions and/or Clarifications: 

Family/Friend Support System: refers to people who act as PRIMARY caregivers in organizing or providing support.

Unpaid caregiver: Include people who are primary caregivers of current support (hands-on care, transportation, residential). 

49. Support for Accommodating Challenging Behaviors (People with developmental disabilities only) (BEHAV) 95% completeness and accuracy required 
Indicate the level of support the individual needs, if any, to accommodate challenging behaviors. “Challenging behaviors” include those that are self-injurious, or place others at risk of harm.   (Support includes direct line of sight supervision) 

1 = No challenging behaviors, or no support needed 

2 = Limited Support, such as support up to once a month           

3 = Moderate Support, such as support once a week

4 = Extensive Support, such as support several times a week

5 = Total Support – Intermittent, such as support once or twice a day

6 = Total Support – Continuous, such as full-time support 

Blank = Missing

Rationale:

Prevalence of “challenging behaviors” provides information that is needed to determine training and support needed.  

Definitions and/or Clarifications:

Challenging behaviors: seriously aggressive, self-injurious, or other behaviors that place the person or others at risk of harm.  

Support: monitoring and/or teaching of new skills as developed through the person-centered planning process and/or in conjunction with a behavior plan to prevent or respond to challenging behaviors.  Includes direct line-of-sight supervision, but excludes such supervision responding to seizures or other health conditions.

Accommodate: prevention and intervention techniques, such as verbal instructions, other prompts, strategies to impact the environment or the person’s sensory experience to prevent or intervene during a behavior that is self-injurious or places others at risk of harm.
This measure captures frequency, not intensity of “challenging behaviors”.

Additional Guidance for Reporting: 

“Limited Support” – includes the need for a verbal prompt on average once a month.          

“Total Support – Continuous” – includes interventions more than twice a day or when a person lives alone because of the inability to safely interact with others.  
50. Presence of a Behavior Plan (People with developmental disabilities only) (PLAN) 95% accuracy and completeness required  

Indicate the presence of a behavior plan during the past 12 months.
1 = No Behavior Plan 

2 = Positive Behavior Support Plan or Behavior Treatment Plan without restrictive    and/or intrusive techniques requiring review by the Behavior Treatment Plan Review Committee

3 = Behavior Treatment Plan with restrictive and/or intrusive techniques requiring review by the Behavior Treatment Plan Review Committee 

Blank = Missing

Rationale:

This measure is intended to capture whether or not a person has a behavior plan that addresses “challenging behaviors.”  

Additional Guidance for Reporting: 

“No Behavior Plan” – Report response #1 if the person does not have a Behavior Plan.

“Positive Behavior Support Plan or Behavior Treatment Plan without restrictive and/or intrusive techniques” – Report response #2 if the person has a Positive Behavior Support Plan that includes positive behavior supports that support a culture of gentleness OR a Behavior Treatment Plan with no restrictive and/or intrusive techniques that does NOT require review by the Behavior Treatment Plan Review Committee.

“Behavior Treatment Plan with restrictive and/or intrusive techniques” – Report response #3 if the person has a Behavior Treatment Plan that requires review by the Behavior Treatment Plan Review Committee, as defined in the “Technical Requirement (TR) for Behavior Treatment Plan Review Committees”.

51. Use of Psychotropic Medications (People with developmental disabilities only) 95% accuracy and completeness required

Fill in the number of anti-psychotic* and other psychotrophic medications* the individual is prescribed. See the codebook for further definition of “anti-psychotic” and “other psychotropic” and a list of the most common medications.


51.1: 
Number of Anti-Psychotic Medications (AP) ___


Blank = Missing


51.2: 
Number of Other Psychotropic Medications (OTHPSYCH) ___



Blank = Missing

Rationale:

The number anti-psychotic medications and the number of other psychotropic medications, separately and together with information about diagnosis can be used to identify a need for review.

Definitions and/or Clarifications:

Anti-psychotic Medication: psychiatric medications primarily used to manage psychosis.
“Other” psychotropic Medication: this includes anti-convulsant, anti-anxiety, anti-depressant, ADHD, Bi-Polar, OCD and other psychiatric medications prescribed.

The list below provides the most common anti-psychotic medications and “other” psychotropic medications, as well as provides additional definitions. 

*Note: This list is not intended to be all inclusive but includes most frequently used medications grouped as an anti-psychotic or “other” psychotropic medications. 

Anti-Psychotic Medications:
If the person is prescribed any of the following anti-psychotic medications, count them in DD proxy measure 51.1. Note: brand names begin with a capital letter, while generic names begin with small letters. If both the brand name and generic name for a medication are listed, the generic name is in parentheses ( ). 

Abilify (aripiprazole)

Clozaril (clozapine)

Fanapt (iloperidone)

Geodon (ziprasidone)

Haldol (haloperidol)

Invega (paliperidone)

Invega Sustenna

Latuda (lurasidone)

Mellaril (thioridazine)

Prolixin (fluphenazine)

Relprevv

Risperdal (risperidone)

Seroquel (quetiapine)

Saphris (asenapine)

Symbyax (contains both antipsychotic [olanzapine] and antidepressant [fluoxetine])
Thorazine (chlorpromazine) 

Trilafon (perphenazine)

Zydis (olanzapine)

Zyprexa (olanzapine)

---------------------------------------------------------------------------------------------------------------------

“Other” Psychotropic Medications: 
If the person is prescribed any of the following medications (anticonvulsants, anti-depressants, ADHD, anti-anxiety, manic, or other), count in DD proxy measure 51.2. Note: brand names begin with a capital letter, while generic names begin with small letters. If both the brand name and generic name for a medication are listed, the generic name is in parentheses ( ).

Anticonvulsants:
Some of the anticonvulsants listed are seldom prescribed by psychiatrists. However, for our purposes, all should be counted, even though these may not be technically psychotropics. 

Carbatrol 

Depakote (divalproex)

Diastat (diazepam)

Diamox (acetazolamide)

diazepam (rectal, intramuscular, or intravenous)
Dilantin (phenytoin)

diphenylhydantoin

divalproate

Felbatol (felbamate)

Keppra (levetiracetam)

Klonopin (clonazepam) —in psychiatry, this is more commonly used for anxiety
Lamictal (lamotrigine)

Lyrica (pregabalin)

Mysoline (primidone)

Neurontin (gabapentin)

phenobarbital

Tegretol (carbamazepine)

Topamax (topiramate)

Trileptal (oxcarbazepine)

valproic acid

Vimpat (lacosamide)

Zarontin (ethosuximide)

Zonegran (zonisamide)
---------------------------------------------------------------------------------------------------------------------

Anti-Depressants:

Celexa (citalopram)

Cymbalta (duloxetine)

Desyrel (trazodone)

Effexor (venlafaxine)

Elavil (amitriptyline)

Lexapro (escitalopram)

Norpramin (desipramine)

Oleptro

Paxil (paroxetine)

Prozac (fluoxetine)

Remeron (mirtazapine)

Sarafem (fluoxetine)

Serzone (nefazodone)

Symbyax (contains both antipsychotic [olanzapine] and antidepressant [fluoxetine]) 

Tofranil (imipramine)

Wellbutrin (bupropion)

Zoloft (sertraline)

---------------------------------------------------------------------------------------------------------------------

ADHD Medications:

Adderal (amphetamine and dextroamphetamine)

Concerta (methylphenidate)

d-amphetamine

Daytrana (patch)

Dexedrine (dextroamphetamine)

Focalin (dexmethylphenidate) 

Metadate (methylphenidate)

Methylin (methylphenidate)

Ritalin (methylphenidate)

Straterra (atomoxepine)

Vyvanse (lisdexamfetamine)

---------------------------------------------------------------------------------------------------------------------

Anti-Anxiety:

Atarax (hydroxyzine)

Ativan (lorazepam)

Buspirone

Klonopin (clonazepam)

Valium (diazepam) (oral, intramuscular)
Vistaril (hydroxyzine)

Xanax (alprazolam)

---------------------------------------------------------------------------------------------------------------------

Bi-Polar Medications:

Eskalith (lithium)

Lithobid (lithium)

---------------------------------------------------------------------------------------------------------------------

Other Psychotropic Medications:

Ambien (zolpidem)

Benadryl (diphenhydramine)

Halcion (triazolam)

melatonin

temazepam

52. Major Mental Illness (MMI) Diagnosis (People with developmental disabilities only) 95% accuracy and completeness required

This measure identifies major mental illnesses characterized by psychotic symptoms or severe affective symptoms. Indicate whether or not the individual has one or more of the following major mental illness diagnoses:

Schizophrenia, Schizophreniform Disorder, or Schizoaffective Disorder (ICD code 295.xx); 

Delusional Disorder (ICD code 297.1); 

Psychotic Disorder NOS (ICD code 298.9); 

Psychotic Disorder due to a general medical condition (ICD codes 293.81 or 293.82);
 (oral, intramuscular)

Dementia with delusions (ICD code 294.42); 

Bipolar I Disorder (ICD codes 296.0x, 296.4x, 296.5x, 296.6x, or 296.7); 

Or Major Depressive Disorder (ICD codes 296.2x and 296.3x). 

The ICD code must match the codes provided above. Note: Any digit or no digit at all, may be substituted for each “x” in the codes.

1 = One or more MMI diagnosis present

2 = No MMI diagnosis present

Blank = Missing

Rationale:

This information will be used in conjunction with the medication information to identify people who may require additional medication reviews.

Definitions and/or Clarifications:

For further information about definitions use the ICD manual.  

The ICD code and the DSM code for the above MMI diagnoses are the same.
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