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COMMISSION TO STUDY DIFFICULT-TO-PLACE PATIENTS
MEETING AGENDA

Monday, October 26, 2015
Room 216, Cross State Office Building, Augusta

Welcome and introductions
Commission Chairs

Overview of Resolve 2015, Chapter 44 (LD 155) and summary of background
enacting legislation
Commission Staff

Briefings on:

e Barriers that exist for placement of patients with complex medical and
mental health conditions;

e Facilities where these patients are currently placed and issues faced by
these facilities; and

e Potential options for increasing the availability of residential care and long
term care facilities for specialized patient populations that are difficult to
place for care.

Jeff Austin, Maine Hospital Association,

Richard Erb, Maine Health Care Association;
Brenda Gallant, Long-Term Care Ombudsman, and
Simonne Maline, Consumer Council System of Maine

Commission discussion
Future meetings planning
Public comment opportunity

Adjourn
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LAW WITHOUT
GOVERNOR'S
SIGNATURE
(Originals not returned
by Governor)

JULY 12,2015
STATE OF MAINE

IN THE YEAR OF OUR LORD
TWO THOUSAND AND FIFTEEN

H.P. 113 - L.D. 155
Resblve, To Establish the Commission To Study Difficult-to-place Patients

Emergency preamble. Whereas, acts and resolves of the Legislature do not
become effective until 90 days after adjournment unless enacted as emergencies; and

Whereas, this resolve establishes the Commission To Study Difficult-to-place
Patients to study certain issues related to difficult-to-place patients with complex medical
conditions and the feasibility of making policy changes to the long-term care system for
those patients; and

Whereas, immediate enactment of this resolve is necessary to provide the
commission adequate time to complete its work; and

Whereas, in the judgment of the Legislature, these facts create an emergency within
the meaning of the Constitution of Maine and require the following legislation as
immediately necessary for the preservation of the public peace, health and safety; now,
therefore, be it,

Sec. 1. Commission established. Resolved: That, notwithstanding Joint Rule
353, the Commission To Study Difficult-to-place Patients, referred to in this resolve as
"the commission,” is established; and be it further

Sec. 2. Commission membership. Resolved: That the commission consists of
13 members appointed as follows:

CHAPTER

44

RESOLVES

1. Two members of the Senate appointed by the President of the Senate, including

members from each of the 2 parties holding the largest number of seats in the Legislature;

2. Three members of the House of Representatives appointed by the Speaker of the
House, including members from each of the 2 parties holding the largest number of seats
in the Legislature;

3. The Commissioner of Health and Human Services or the commissioner's designee;
and
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4. Seven members appointed by the Governor who possess expertise in the subject
matter of the study, as follows:

A. The director of the long-term care ombudsman program described under the
Maine Revised Statutes, Title 22, section 5106, subsection 11-C;

B. An individual representing a statewide association of long-term care facilities;
C. An individual representing a statewide association of hospitals;
D. An individual representing an organization that represents people with disabilities;

E. An individual representing a statewide organization advocating for people with
mental illness;

F. An individual representing an organization promoting independent living for
individuals with disabilities; and

G. An individual or a family member of an individual with a complex medical
condition; and be it further

Sec. 3. Chairs; subcommittees. Resolved: That the first-named Senate member
is the Senate chair and the first-named House of Representatives member is the House
chair of the commission. The chairs of the commission are authorized to establish
subcommittees to work on the duties listed in section 5 and to assist the commission. Any
subcommittees established by the chairs must be composed of members of the
commission and interested persons who are not members of the commission and who
volunteer to serve on the subcommittees without reimbursement. Interested persons may
include individuals with expertise in placing individuals with complex medical conditions
in long-term care placements, individuals who provide long-term care to individuals with
complex medical conditions, individuals affected by neurodegenerative diseases and
individuals affected by mental illness; and be it further

Sec. 4. Appointments; convening of commission. Resolved: That all
appointments must be made no later than 30 days following the effective date of this
resolve. The appointing authorities shall notify the Executive Director of the Legislative
Council once all appointments have been completed. After appointment of all members
and after adjournment of the First Regular Session of the 127th Legislature, the chairs
shall call and convene the first meeting of the commission. If 30 days or more after the
effective date of this resolve a majority of but not all appointments have been made, the
chairs may request authority and the Legislative Council may grant authority for the
commission to meet and conduct its business; and be it further

Sec. 5. Duties. Resolved: That the commission shall study the following issues
and the feasibility of making policy changes to the long-term care system for patients
with complex medical conditions:

1. Identification of categories of patients with complex medical and mental health
conditions who are unable to be discharged from hospitals because there are no facilities
or providers who are able to care for them or to accept them for care;
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2. A description of how patients with complex medical and mental health conditions
are placed currently, including the involvement of staff from the Department of Health
and Human Services;

3. Identification of primary barriers to placement of patients with complex medical
and mental health conditions currently;

4, A description of facilities in which patients with complex medical and mental
health conditions are currently placed, including whether the facilities are in-state and the
costs associated with the patients' care;

5. Options for increasing availability of residential care and long-term care facilities,
including conversion of existing facilities such as hospitals, nursing homes and the
Dorothea Dix Psychiatric Center to long-term care facilities for specialized populations
that are difficult to place for care, such as ventilator-dependent patients, geropsychiatric
patients and bariatric patients;

6. Rates of reimbursement necessary to operate facilities to manage patients with
complex medical conditions, including psychiatric conditions and neurodegenerative
diseases; and

7. Any other issue identified by the commission; and be it further

Sec. 6. Staff assistance. Resolved: That the Legislative Council shall provide
necessary staffing services to the commission; and be it further

Sec. 7. Information and assistance. Resolved: That the Commissioner of
Health and Human Services shall provide information and assistance to the commission
as required for its duties; and be it further

Sec. 8. Report. Resolved: That, no later than December 2, 2015, the commission
shall submit a report that includes its findings and recommendations, including suggested
legislation, for presentation to the Joint Standing Committee on Health and Human
Services.

Emergency clause. In view of the emergency cited in the preamble, this
legislation takes effect when approved.
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Legislative Document No. 966

H.P. 665 House of Representatives, March 17, 2015

An Act To Assist Patients in Need of Psychiatric Services

Reference to the Committee on Health and Human Services suggested and ordered printed.
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Senators: BRAKEY of Androscoggin, McCORMICK of Kennebec.
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Be it enacted by the People of the State of Maine as follows:
CONCEPT DRAFT

SUMMARY
This bill is a concept draft pursuant to Joint Rule 208.

This bill proposes to take steps to help provide acute psychiatric care in an inpatient
setting by increasing the availability of inpatient beds.

The bill will seek to do the following:
1. Create and fund additional psychiatric beds for geriatric patients;

2. Review and make changes to the bed hold regulations for nursing homes and
group homes to create incentives to take difficult mental health patients back after a
hospital stay; ‘

3. Review and make changes to the bed hold regulations for nursing homes and
group homes to create penalties for facilities that refuse to take difficult mental health
patients back after a hospital stay;

4. Provide psychiatric urgent care centers with accompanying medically supervised
crisis beds;

5. Create and fund additional psychiatric observation units;

6. Create an effective and professional mental health placement rapid response team
or ombudsman in the Department of Health and Human Services; and

7.  Provide additional MaineCare reimbursement for long-stay mental health
emergency department patients and patients awaiting placement in psychiatric units.
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OFFICE OF POLICY AND LEGAL ANALYSIS
Date:  April 22, 2015

To: Joint Standing Committee on Health & Human Services

From: Anna Broome, Legislative Analyst

LD 155, An Act to Expand Housing Opportunities for Patients with Complex Medical
Conditions

SUMMARY:

CONCEPT DRAFT SUMMARY
This bill is a concept draft pursuant to Joint Rule 208. The purpose of this bill is to help ensure
that patients with complex medical conditions who are in hospitals are placed in more
appropriate nonhospital settings. The bill proposes to fund the ongoing costs associated with
beds in nonhospital settings for:
1. Patients with severe brain injuries;
2. Bariatric patients;

3. Patients who are dependent on a ventilator for the long-term;

4. Young adult patients with substance abuse issues who receive extended intravenous therapy
due to infections;

5. Young adult patients with spinal cord injuries;
6. Young adult patients who have had strokes;
7. Homeless patients who need preoperative care such as feeding tubes; and

8. Patients who are violent and have been previously discharged from a health care facility due
to violence.

TESTIMONY SUMMARY:

Proponents:

e Pressing issue regarding individuals for whom adequate and sufficient long term care
facilities do not currently exist in ME. Stuck in hospitals instead of appropriate settings.

e Hospitals not receiving payment once the acute medical need is addressed. Cannot
discharge a patient to nowhere. Current practice is not fair to patients or hospitals.

e MHA — days awaiting placement survey (below). Snapshot — 119 patients awaiting
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placement (43 for >40 days).

e EMHS — one hospital with 35 patients had 17 on extended stay unable to be discharged
due to lack of community options. Hospitals told to call every facility in the state —
repeatedly. Took a DRC complaint being filed to move a brain injured patient to an out
of state facility.

e Private Duty Nursing Section 96 — can meet the medical requirements but also need to
have a place of residence and family support to meet needs in the absence of nursing staff.
Need to build on Section 96 with a housing option that includes a contingency for skilled
care. Homes could house 3-6 residents with Sec. 96 available around the clock.

e LTC facilities not equipped, staffed or licensed to care for complex needs, e.g. ALS
patients on a vent. Some choose not to vent and die rather than go out of state. Hope-JG
Foundation’s vision is to build a 10 person ALS/MS residence.

e Money Follows the Person/Homeward Bound — largest struggle is finding housing.

e Alpha One — not just young people who need appropriate placements for substance abuse,
spinal cord injury or strokes.

o LTC Ombudsman — experience that DHHS is willing to work on rate setting that reflects
the acuity of individuals to facilitate admission to a ME nursing home.

e Need a larger discussion among DHHS, hospitals, doctors and L'TC providers.

ADDITIONAL INFORMATION NEEDED BY COMMITTEE:

e MHA survey:

>

>
>
>

29/36 hospitals responded. 93% indicated the problem has gotten worse in the last year.
119 patients awaiting placement (42 for <10 days; 34 for 10-40 days; 43 for >40 days).
34 waiting for NF bed; 23 for skilled NF bed; 15 for inpatient psych bed; 14 for dementia
care — rest of the list in Jeff Austin’s testimony.

Reasons cited: 31 — no suitable bed at appropriate level of care available; 24 — special
needs; 9 — facility of origin refused; 9 — behavioral issues; 9 — MaineCare process delays;
9 — other financial issues; 7 — guardianship process delays; 4 SNF needing NF bed
following rehab.

e MaineHealth SNF rate for patient at MMC for two and a half years — a one-off
reimbursement solution between the patient’s family and their insurance carrier. Patient no
longer needed acute care but there was no facility in the state to take her because of her
ventilator.

e Other questions attached from MaineHealth.

e Proposed rule that includes Ventilator Care Service —notice sent 4/8/15 (attached along with
relevant sections of the proposed rule).

FISCAL IMPACT:

Not yet received from OFPR (concept draft).
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1.

LD155:; Questions from Maine Medical Center

Does MaineHealth have any insight into why the dramatic increase of these cases over the last several years

or months? That answer may identify other people/entities/groups that should be in the room for continued
conversation of this bill and issue.

The general trends that MMC is seeing includes increased homelessness, increased percentage of patients
receiving free care, increased geriatric psychiatry issues, and increased complications of IV drug use.
Aithough the population of these patients is growing, the available beds in the community is not. Support for
psychiatric patients in the community is decreasing and there are only 3 geropsych longterm care facilities in
the State. Two other issues that factor in are the lack of a Long Term Acute Care Facility (LTAC) in the State
of Maine and the lack of willingness of MaineCare to send patient’s out of state for LTAC care.

Is there a figure that we can give the committee so they can base their decisions on how much it’s actually

costing our hospitals to keep these patients in house? It would help us decide options if we can grasp the
fiscal ramifications of any possible solutions.

Back of the envelope estimate is $9.1 million per year.

A number of years ago there was a CAC Report developed for the Criminal Justice and Safety Committee. It
led to county jail consolidation. Included in that were patients with multiple disorders with both physical and
mental health disorders. A process was put in place to formulate more specialized care. Some of these
issues must be from the realization that the criminal justice system could no longer house people with
persistent mental health issues. Can we find out how many of the patients in question may have been
formally involved in the criminal justice system-specifically the patients who are violent and have been
previously discharged from a health care facility due to violence?

No good data on this but anecdotally we have a handful of patients per year who are transferred to MMC
from jail, end up having a serious and expensive medical problem who the jail decides to “furlow.” In other
words they release the patient so they are not responsible for the medical bill thus MMC not only gets
reimbursed less but then is often saddled with a very difficult discharge.

To all: If we're hypothetically dealing with 100+ patients statewide and we had facilities for 6 people, which
equals 20+ facilities each, how much would it cost to house the patients versus the inpatient costs now?

There is an approximately $700 difference per patient between acute hospital and skilled or assisted living
facility.



How many hospitals have either attached or local units which may already have the infrastructure to support
a vent dependent unit or would be willing to create the unit if there were appropriate reimbursement

available to care for them?

MMC does not feel that we have capacity to do this but there are several skilled facilities in the State, that
either already have taken long term vent patients, or would be willing to do so if the reimbursement were
such that they could adequately staff the patients. We estimate that number to be at least 6 skilled facilities.
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AGENCY: Department of Health and Human Services, MaineCare Services
Division of Policy

NAME, ADDRESS, PHONE NUMBER OF AGENCY CONTACT PERSON:
Elizabeth S. Bradshaw-Livingston, Comprehensive Health Planner II
elizabeth s .bradshaw@maine.gov

MaineCare Services

11 State House Station, 242 State Street, Augusta, Maine 04333-0011

PHONE: (207) 624-4054 FAX: (207) 287-9369 TDD/TTY 711

CHAPTER NUMBER AND RULE TITLE: Chapter 101, MaineCare Benefits Manual,
Chapters IT & III, Section 67, Nursing Facility (NF) Services -

STATUTORY AUTHORITY: 22 M.R.S.A. §§ 42, 3173; Public Law 2014, Chapter 582.

DATE AND PLACE OF PUBLIC HEARING:

Date: May 4, 2015

Time: 10:00 am

Location: 19 Union St., Rm. 110, Augusta, Maine 04333

The Department requests that any interested party requiring special arrangements to attend the
hearing contact the agency person listed above before April 27, 2015.

DEADLINE FOR COMMENTS: Comments must be received by midnight, May 14, 2015

PRINCIPAL REASON OR PURPOSE FOR PROPOSING THIS RULE: This proposed
rulemaking would: (1) provide a new methodology for calculating recapture of depreciation upon
the sale of a nursing facility, and (2) add reimbursement for Ventilator Care Services asa_
separately reimbursable service (i.e., above and beyond the daily NF rate). The purpose of
providing a new methodology for calculafing recapture of depreciation upon the sale of a nursing
facility is to comply with Public Law 2014, Chapter 582. The purpose of adding reimbursement
for Ventilator Care Services as a separately reimbursable service is to ensure that nursing
facilities may be reimbursed for members that need Ventilator Care Services.

IDENTIFICATION OF PRIMARY SOURCE OF INFORMATION: Public Law
2014, Chapter 582. :

ANALYSIS AND EXPECTED OPERATION OF THE RULE: (1) The policy changes how
credits are calculated when determining the amount of Depreciation Recapture a provider must
pay the Department upon the sale of their facility. The change allows credits to be calculated
from the time the owner first licensed the facility instead of when the asset was purchased. This
will reduce the Provider’s obligation for recapture in most instances. We also apply credits to
moveable equipment which had previously been excludéd from credits. (2) Members will be able
to receive services at ASCs, and those providers will be able to receive reimbursement.

FISCAL IMPACT OF THE RULE: (1) Per the Public Law, providing a new methodology for
calculating recapture of depreciation upon the sale of a nursing facility carries a potential current
biennium cost increase, but the impact cannot be quantified at this time because it is dependent
upon the timing and details of federal approval and on the timing and number of facility sales. (2)
The Department estimates that the General Fund impact of adding reimbursement for Ventilator

Care Services as a separately reimbursable service is $220,792 in SFY 2016 and $219,615in SFY
2017.
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10-144 Chapter 101
MAINECARE BENEFITS MANUAL
CHAPTER II

SECTION 67

NURSING FACILITY SERVICES ESTABLISHED 7/1/91
LAST UPDATED 7444

67.01 DEFINITIONS (cont))

67.01-24

67.01-25

67.01-26

67.01-27

67.01-28

to NF counts as one (1) move; - moving from home to NF and back home counts
as two (2) moves. (A change in the "level of care” within a facility is nota
"change in care setting" under this Section.)

Member in this Section is an individual who meets financial and other eligibility
requirements set forth in the MaineCare Eligibility Manual and has also been
determined to meet the eligibility requirements of this Section and is prior
authorized to receive services. For purposes of making health care decisions, a
member may be represented by his or her “guardian,” “agent” or “surrogate,” as
these terms are defined in 18-A MRSA Sec. 5-801.

Significant Change means a major change in the member’s status that is not
self-limiting, impacts on more than one (1) area of functional or health status,
and requires multi-disciplinary review or revision of the authorized plan of care.
A significant change assessment is appropriate if there is a consistent pattern of
change with either two (2) or more areas of improvement, two (2) or more areas
of decline, or would impact the member’s NF level of care.

Rehabilitation Potential is the documented expectation by a physician of
measurable, “functionally significant improvement” (the demonstrable, measurable
increase in the individual’s ability to perform specific tasks or motions that
contribute to independence outside the therapeutic environment) in the individual’s
condition in a reasonable, predictable period of time as the result of the prescribed
treatment plan. The physician documentation of rehabilitation potential must
include the reasons used to support the physician expectation and must follow
guidelines detailed in MaineCare Benefits Manual (MBM), Chapter I, Section 90,

© Physician Services.

Other Related Conditions(ORC) means (i) cerebral palsy or epilepsy or (ii) any other
condition, other than mental illness, found to be closely related to intellectual disability
because this condition results in impairment of general intellectual functioning or
adaptive behavior similar to that of a person with an intellectual disability, and requires
treatment or services similar to those required for those persons. Further, the condition
must manifest before the person reaches age 22 years, be likely to continue indefinitely,
and result in functional limitations in three (3) or more of the following areas of major
life activity: self-care, understanding and use of language, learning, mobility, self-
direction, and capacity for independent living.

Ventilator Care includes all medically necessary care required to manage

conditions requiring the intervention of a mechanical ventilator. including but
not limited to: regular assessment and treatment by a pulmonologist. respiratory
therapist and nursing care.

67.02 ELIGIBILITY FOR CARE

67.02-1

General and Specific Requirements

MaineCare coverage of NF services requires prior approval from the Department or its
Authorized AgesntEntity. NF services are covered for an approved eligibility period for
each MaineCare member. Beginning and end dates of the individual’s eligibility
period correspond to beginning and end dates for

5



10-144 Chapter 101
MAINECARE BENEFITS MANUAL
CHAPTER II
SECTION 67 NURSING FACILITY SERVICES ESTABLISHED 7/1/91
LAST UPDATED 74414

67.02 ELIGIBILITY FOR CARE (cont.)

b.  Impaired Self-Awareness

c. Irritability, Anger, Aggression

d.  Inappropriate Social Interactions

e.  Fund of Information or Attention/Concentration or Memory

67.02-6 Medical Requirements for Members reauiring Ventilator Care Services

A. Effective 7/1/15. if CMS approves. in order for a member to be medicallv
eligible for Ventilator Care Services in a Nursing Facility the Member must be

ventilator dependent and mayv be admitted from the following locations:

1. _An Intensive Care Unit if the Member is no longer in need of ICU level
of care: or

2. An Acute Care Facility if the Member is clinically stable: or

3. From their residence if thev are receiving ventilator support in the

home and the Member is no longer able to maintain a stable respiratory
status.

B. Additionally. the Member must;

1. Have current documentation from a physician certifying the medical
necessity of ventilator support;

2. Be unable to meet his/her respiratory needs via non-invasive ventilation
(CPAP. BiPAP, etc.)

67.02-7 Extraordinary Circumstances (EC)

A. A nursing facility must request and receive written approval for a member’s continued stay under
“extraordinary circumstances.” (Please refer to 67.05-4.). A NF MaineCare member whose length of
stay has been reimbursed by MaineCare for more than one hundred-twenty (120) consecutive days
may continue to stay in the NF due to “extraordinary circumstances” if it has been determined after
documented discharge planning that:

1. There is no avaijlable, appropriate placement within a sixty (60) mile
radius of the member’s residence; AND

2. Discharge from the NF would pose serious risk to the individual's
health, welfare, or safety.

The counting of one hundred-twenty (120) consecutive days may include
short-term hospital stays (ten (10) or fewer days), but may not include any
days accrued during an appeal process, which begins on the day the
member requests an appeal with the Department

(see Section 67.05-18).

B.  MaineCare coverage for “extraordinary circumstances” shall be for a
specified period approved by the Department. For coverage to continue
beyond the approved period, the NF must submit a completed request
form to the Department at least five (5) calendar days prior to the end date
of the member’s approved EC period. If appropriate, the Department will

15




10-144 Chapter 101
MAINECARE BENEFITS MANUAL
CHAPTER II

SECTION 67

NURSING FACILITY SERVICES ESTABLISHED 7/1/91
LAST UPDATED 74434

67.05 POLICIES AND PROCEDURES (cont.)

L

Pharmaceutical Services

All nursing facilities shall comply with State and Federal regulations that
govern obtaining, dispensing and administering drugs and biologicals.
Refer to the “Regulations Governing the Licensing and Functioning of
Skilled Nursing Facilities and Nursing Facilities” for rules regarding
pharmaceutical services.

A pharmacy affiliated through common ownership or control with a
hospital and/or nursing facility is allowed to dispense covered MaineCare
prescription drugs to MaineCare members in that facility. The drugs must
be dispensed by a registered pharmacist, according to dispensing
regulations. Drugs are to be billed in accordance with the Department's
billing guidelines and drug claim processing system, at Average
Wholesale Price (AWP) without professional fee. (Also see Section 80,
Pharmacy Services.)

Respiratory Therapy Services

1. The following respiratory therapy services are included in the
facility’s per diem rate and shall not be billed separately:

a.  Maintenance of artificial airways;

b.  Therapeutic administration and monitoring of medical gases
(especially oxygen), pharmacological active mists and
aerosols;

c. Bronchial hygiene therapy, including deep breathing and
coughing exercises, IPPB, postural drainage, chest percussion
and vibration, and nasotrachael suctioning; and

d.  periodic assessment and monitoring of acute and chronically
ill members for indications for respiratory therapy services.

2. The following services shall not be provided by the direct care staff
of the facility, but rather by the appropriate professional, -unless,
effective 7/1/15. if CMS approves, -the facility is eligible to receive
the Ventilator Services rate as described in Chapter I, Section 67,
Principle 42. Respiratory Therapy Services ard-shall be billed
separately:

a. diagnostic tests for evaluation by a physician (e.g.:
pulmonary function tests, spirometry, and blood gas
analysis); and

b.  pulmonary rehabilitation that includes exercise conditioning,

breathing retraining, and patient education regarding the
management of the member’s respiratory problem.
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SECTION 67 NURSING FACILITY SERVICES ESTABLISHED 7/1/91
LAST UPDATED 7144

67.05 POLICIES AND PROCEDURES (cont.)

K. Services for Members Requiring Ventilator Care

Effective 7/1/15, if CMS approves. the following services shall be provided

by the appropriate professionals. and shall be billed separately: Ventilator
Care for Members requiring 24 hour ventilator care or requiring weaning

from a ventilator. under the care of a respiratory therapist and a
pulmonologist. In order to provide this care. at a minimum. the facility

must supply their own ventilators. employ or contract with a
pulmonologist, have a Respiratory Therapist on staff 24 hours per day.
employ a Respiratory Program Manager for a minimum of 20 hours per
week. and have the staff required to meet the additional staffine needs of
ventilator patients, equal to or more than 5.20 Transitional Care Unit
staffing hours per Patient Day.

L. ___Other Services
The attending physician's order is required for all other types of services
provided in a NF (e.g.: psychological services, podiatric services, etc.).
The individual providing the service shall bill in accordance with the

policies and procedures in the section of this Manual that apply to his or
her specialty.

67.05-14  Transportation to Services Outside of the Nursing Facility
A.  Arranging or Providing Transportation

NF's are required to assist members in gaining access to vision, hearing, or
other medically necessary MaineCare services by making appointments, and
providing or arranging for transportation. To enable a NF to provide
transportation, the reasonable costs of operating one (1) motor vehicle is an
allowable cost in the facility's reimbursement rate (as set forth in this
Section, Chapter III, Principles of Reimbursement for Nursing Facilities).
NF's must use their agency vehicle to transport members whenever possible.
Each time a member is transported by someone other than a family
member/friend, or the NF's agency vehicle, and for which MaineCare

reimbursement will be sought, the member's record must document why the
NF vehicle was not used.

B.  Transportation Agency

Effective August 1, 2013, when a member requires transportation to a
MaineCare covered service, and the NF or a family member/friend is unable
to provide it and the NF has documented why the transportation cannot be
provided, then the MaineCare Non-Emergency Transportation (NET) Broker
must be called to make travel arrangements. NF staffing shortages should
not be an ongoing reason for NET services. It is the expectation that the NF
is fully staffed and a need to use a transportation agency due to unavailable
staff would not occur frequently.
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MAINECARE BENEFITS MANUAL
CHAPTER 111

SECTION 67 PRINCIPLES OF REIMBURSEMENT FOR NURSING FACILITIES Established 3-13-79
Last Updated: H-13-14

42 VENTILATOR CARE UNITS

In order for a nursing facility to receive additional reimbursement for ventilator care, a nursing
facilitv must meet all of the following criteria;

The nursing facility must supply their own ventilators

The nursing facility must employ or contract with a pulimonologist

The nursing facility must have a Respiratory Therapist on staff 24 hours per day

The nursing facility must employ a Respiratory Program Manager af least 20 hour per
The nursing facility must have the required additional staffing to meet the needs of
ventilator dependent members, equal to or more than 5.20 staffing hours per patient day

Principle. A nursing facility with a qualifying ventilator care unit under this section will be
reimbursed for the additional care associated with members receiving ventilator care according to
the methodology outlined below.

Rate setting. Qualified providers must receive a prior authorization from the Department to bill
for Ventilator Services. If approved. the provider will be reimbursed for ventilator care services
as follows:

CPT code 94004 - $322.36

This rate includes the following cosis:

a) Ventilator purchase or rental,

b) Oxygen,

¢) Medical supplies.

d) Respiratory manager salary and benefits,

¢) Respiratory therapist salary and benefits.

) Pulmonologist salary and benefits,

o) Social worker salary and benefits,

h} Activities aide salary and benefits, and

1) All salarv and benefit cost for any additional staff.

Audit. The additional ventilator care add-on will be considered an ancillary service. All costs
inchuding general & administrative costs associated with the provision of ventilator care services
will be considered ancillary costs and will not be cost settled. Any capital costs that are incurred
as a result of the development of the vent unit or due to the admission of a vent patient will also
be considered ancillary costs that are not reimbursable during cost settlement and shall be
considered included in the CPT code 94004 rate of $322.36.
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MHA

Maine Hospital Association
Representing communrity hospitals and the patients they serve.

Summary of the MHA’s “‘Snapshot in Time’’ Days Awaiting Placement Survey for Inpatients

e 29/36 hospitals (80%) completed the Days Awaiting Placement Survey for inpatients
o 27/29 (75%) had at least one patient awaiting appropriate placement
o A total of 119 patients were waiting for the appropriate level of care
® 43 patients had been waiting at least 40 days
= 12 patients had been waiting 31-40 days
¥ 13 patients had been waiting 21-30 days
= O patients had been waiting 10-20 days
= 42 patients had been waiting for 10 or fewer days
e 93% of respondents have experienced an increase in the number of days awaiting placement
over the last 1-12 months.
o 86% of respondents characterized the days awaiting placement as “It’s difficult and
getting worse over the last year.”

e 52% of respondents said that this “snapshot in time” of days awaiting placement was typical
for their hospital; 27% said it was heavier than usual; 21% said it was lighter than usual.

Level of care needed:
34 (29%) were waiting for a nursing home bed
23 (19%) were waiting for a skilled nursing facility bed
15 (13%) were waiting for an inpatient psychiatric bed
14 (12%) were waiting for dementia care
10 were waiting for residential care
9 were waiting for psychiatric residential care
4 were waiting for PNMI '
3 were waiting for an acute care bed
2 were waiting for Crisis Stabilization Unit
2 were waiting for outpatient psychiatric services
1 was waiting for geropsych; 1 was waiting for ICE/MR; 1 was waiting for hospice

Most commonly cited barriers to appropriate placement:
Simply no bed available at the appropriate level of care: 31 (26%)
Special needs: 24 patients (e.g. dialysis, ventilator dependency, bariatric, IV etc.) (20%)
Facility of origin refused: 9 patients (7.6%)
Behavioral issues: 9 patients
MaineCare application process delays: 9 patients
Other financial issues: 9 patients
Guardianship process delays: 7 patients
Unable to find a SNF bed because patient will need NF bed following rehab: 4

33 Fuller Road, Augusta, Maine 04330
Phone: 207-622-4794 Fax: 207-622-3073
web site: www.themha.org
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Maine Hospital Association
Representing community hospitals and the patients they serve.

Focus on just those patients waiting = 40 days for the appropriate level of care...
43 patients (43/119 or 36%) were waiting for these levels of care:

o 16 nursing facility (37%)

e 8 dementia (19%)

® 6 psych res care (14%)

e 4 PNMI,; 4 res care

e 2 inpatient psych; 2 skilled nursing facility

e ] crisis stepdown unit

Barriers to appropriate placement for these 43 patients waiting > 40 days:
39 no bed; 4 financial reasons

NOTES ON “BARRIERS TO PLACEMENT”

1. DDPC declined the patlent desplte havmg treated the patlent prevrously
- 2. On DDPC waiting list :
3. Special needs, chronic aggress:on and developmental delays
4. Special needs, behavioral, facility of origin refused due to prior elopement, insists on private room
5. Family renting her home, and not completing MameCare paperwork
6. Needs locked res care unit; - known sex offender L
'sonone of the potential facilities in the state would accept : S : ,
7. Facility of origin refused; paraplegic in motorized wheelchair; drug addlct behaV|or issues;
all facilities refusing
-8. Level of Care not specified but comments said: Has had 2 strokes and néeds assistance
9. lllegal alien; all facilities refused Jamalcan embassy of no help
10. V|0Ient ‘person with MI- S :
11. Patient needs skilled intravenous therapy
12. MalneCare pendmg e : : ——
13. MaineCare denied, spend-down reqwrements not met; legal counsel mvolved
14, .Currently SNF and approprlately in swmg bed but W||| need NF placement SO couldn t find
“outside SNF bed e : :
15. Goolded in the community for NF & reassessed at hospltal wrth same flndmg,
needs bariatric equipment/private room
16. Guardianship process delays =~ ' 5
17. Needs secured res care bed,; guardlanshnp process delays
18. Dralysrs needs ambulance transfer; 7 skilled days left and MaineCare not approved
19. Difficult family, refused to provnde info for MaineCare apphcatlon APS now seeking guardlanshlp
20. Husband can't accept she can't come home & not provrdmg info to determine if MaineCare: needed

33 Fuller Road, Augusta, Maine 04330
Phone: 207-622-4794 Fax: 207-622-3073
web site: www.themha.org
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21. Medical needs include dialysis

22. Needs Asst. Living Facility

23. Awaiting MaineCare LTC approval

24. HOSPITAL is waiting for an acute care bed at HOSPITAL

25. Had to wait for MaineCare application, then Goold assessment

26. Bariatric (>500 Ibs); homeless -

27. Flight risk so requires locked dementia unit

28. Patient is 9 years old and has been assessed by psychiatric professional

29. Inadequate insurance; house condemned; significant debt; no financial POA; APS is involved

30. No SNF will accept due to son's verbal/emotional abuse; completed SNF in hospital;

refused assisted living; discharged home with APS & visiting nurse

31. Local facilities refused to accept due to dysfunctional family relationships

32..No MaineCare NF bed available within 60 miles of HOSPITAL and family refused bed in Portland

33 Admitted from AL with COPD; multiple recent admissions. Awaiting MaineCare LTC application approval;
Patient refused to return to assisted living facility and desires a NF bed in southern Maine

to be closer to family

34. Facility of origin (assisted hvmg dementia unit) refused because he had 30 days out for

medical admission over the last year; agltated dementia —

35. Admitted from home with terminal cancer; required placement of pleurex catheter

which had to be ordered/inserted; facilities reluctant to accept due to catheter placement;

just found private pay hospice that would accept the patient

36. Admitted from home because husband could no longer care for her;

difficulty with medication adjustments to balance agitated behavior versus EPS symptoms with somnolence
37. Facility of origin refused; unspecified special need; unspecified financial issue

38. Boarding homes refuse to take the patient due to advanced dementia with behavioral issues

39. Found a bed, but they won't accept her without a payment source; patient given a notice of no coverage
in the ED |

40. There have been some issues with her LTC application

41. Denied at admission, not an acute level of care; lived alone; need to apply for MameCare

42. Non- documented alien; TBI with history of aggressive behav10r Ianguage barrier;.

HOSPITAL hired attorney to establish guardianship; no fundmg source for care; prewously at NH

funded by DHHS but funding ended and NH discharged him; lived in shelter until arriving in 2013

43. Lived with daughter; agitated/violent behavior; needed to apply for MaineCare; needs dementia res care
44. Patient has psych history with multiple dlscharges from various resndentlal care facilities; -

was on PNMI wait list when brought to HOSPITAL; facility of origin refused

45. Guardianship process delays; awaiting Goold assessment; TBI and problems establishing

need for TBI bed and special TBI funding

46. Needs residential program for developmental disabilities

47. Facility of origin refused; patient needs high staff, intensive program

48. Court committed for long hospitalization; transfer refused due to unspecified reason

33 Fuller Road, Augusta, Maine 04330
Phone: 207-622-4794 Fax: 207-622-3073
web site: www.themha.org
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49. Facility of origin refused; unspecified special need
- 50. Facility of origin refused; TBI - '
51. Facility of origin recommended more staff intense faculity
*52. Diagnosed with suicidal and homicidal ideation
53. Diagnosed with OD-SI
“54. No facilities will accept due to complex medical and psychi issues; non- compliant
~and has unsafe home environment; has applied for MaineCare - N
55. Patient will require NF after SNF so no SNF facility will accept for fear of not being
able to find NF bed when needed, leaving them "stuck without payment"
56. We tried to give a letter of non-coverage, but the QIO overturned; so, very difficult to find placement
57. MaineCare process started on admission, but not completed until a few days before she was discharged
' 58. Worked W|th HOSPITAL to adjust meds so that the patient could go to NH instead of HOSPITAL,
“which had a wait list of up to 3 months. With family permission, admitted to NH in Orono
59. Patient originally self-pay and unwilling to go to certain facilities.
She finally completed spend-down while at HOSPITAL so then had to apply for MameCare
60. Discharge LOC need transitioned from SNF to NF while hospitalized -
61. Unspecified financial barrier
62. Bariatric patient . o
63. Huntington's patient
64. Patient requires TPN and no facility has 24/7 RN to administer; cost of TPN -
65. Patient requires intravenous immunoglobulin (IVIG); family refusing to take patient home;
insurance; delays to approve SNF
66. IV drug user; no facrlity will accept no payer; needs IV infusion and physrcran will not approve
home plan with IV access’ - :
67. Patient requires assistance of3 people and hoyer Iift wn‘e refused SNF
and it took 3 days for her to accept that she could no longer care for the patient at home
68. Patient refuses to partiupate 59 years old; neuropsych evaluation pending
69. Severe head injury; no rehab potential; needs 1:1 sitter 24/7
70. Patient will need SNF to. NF; no long term care payer; working wrth wrfe to complete MalneCare
application since-admission but she han't submitted it
71. Patient needs suctioning so no SNF will accept
72 Denied on admissmn asa. socral admit"; chronic vent at nigh’t since 1999; no nursing facility will a'cceptr
due to the vent : : , T PR
73. Insurance coverage ended took 6 days with DHHS to figure out that spend down was needed
before ellgible for MaineCare; discharged home on hospice under charity care
74. Patient s significant other has ”burned bridges wuth all SNFs" patient on acute dialy5|s
refuses to file for MaineCare : : : =
75. Has left multiple SNFs AMA; friends took her for aride at last SNF and got |nto an accident;
no SNF will accept

33 Fuller Road, Augusta, Maine 04330
Phone: 207-622-4794 Fax: 207-622-3073
web site: www.themha.org
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"The inside of the ER is kind of like Las Vegas," with a "24/7, 365 flow of activity," says Dr. Gary Bubly, an emergency

physician at The Miriam Hospital in Providence, R.l.

http./Awvww .npr.org/2011/04/13/135351760/mentally-ili-languish-in-hospital-emergency-rooms
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Jenny Gold for NPR

As he lay on a gurney in the emergency department of Memorial Hospital of Rhode
Island, Erik grew increasingly upset. He had called the police to report a theft from his
apartment, but wound up being taken to the hospital.

The ER staff quickly determined that Erik, 40, who has been diagnosed with
schizoaffective disorder and PTSD, needed urgent psychiatric care, but there wasn't

much they could do.

Like many hospitals, Memorial doesn't have a psychiatric unit, and all of the
psychiatric units in the nearby facilities were full. Erik, a bright, articulate and
devoutly religious man, had to wait nearly two days on a gurney in the ER before he

could be transferred.

Mentally ill patients often languish in hospital emergency rooms for several days,
sometimes longer, before they can be moved to a psychiatric unit or hospital. At most,

they get drugs but little counseling, and the environment is often harsh.

"The inside of the ER is kind of like Las Vegas," with a "24/7, 365 flow of activity," says
Dr. Gary Bubly, an emergency physician at the nearby Miriam Hospital and president
of the Rhode Island Medical Society. While the ER staff does its best to care for
mentally ill patients, he says, it's the wrong place for someone in the midst of a

psychiatric crisis.
Budget Woes Cut Mental Health '"To The Bone'

f&
Emergency rooms are for people with heart attacks and
gunshot wounds, and it is just a disgrace that mentally ill

people can be held two, three, five days, eating ham
sandwiches in total chaos.

H. Reed Cosper, Rhode Island's mental health advocate

Seventy percent of emergency department administrators report that they hold

mentally ill patients for 24 hours or longer, according to a 2010 survey by the

http:/iwww .npr.org/2011/04/13/135351760/mentally-ill-languish-in-hospital-emergency-rooms
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Schumacher Group, a Louisiana firm that manages emergency departments across the
country. Ten percent said they had boarded some patients for a week or more. Most
administrators said delays compromise patient care in the ER, increasing waiting

times for all patients and overcrowding.

The problem has worsened during the economic downturn. Since 2009, 32 states have
cut their mental health budgets, largely from outpatient services that keep people
healthy and out of the ER, according to a study by the National Alliance on Mental
Ilness, a patient advocacy group. And since 2010, states have closed or are planning to
close nearly 4,000 state psychiatric beds, about 8 percent of capacity, according to the

National Association of State Mental Health Program Directors Research Institute.

"We're not cutting fat anymore," says Charles Ingoglia, vice president of public policy
at the National Council for Community Behavioral Healthcare, a membership
organization for mental health organizations that treat the uninsured and
underinsured. "We're at the bone. All of the easy cuts have already been made over the

years."

At the same time, many Americans have lost their jobs and health insurance and are
leaning on the state programs that are being cut. The need for such services has also
grown as depression and anxiety have increased: A 2009 survey by the U.S. Substance
Abuse and Mental Health Services Administration found that mental illness is more
prevalent among unemployed adults. Many wait until their illness reaches a breaking

point and then seek care at the ER.
'Like A Mute Prisoner With No Rights’

Over the past few years, Erik says he has been stuck in the ER several times for anxiety
and psychosis. He describes himself as a musician, and with his shoulder-length
brown hair, mustache and goatee, he looks the part. He has health insurance through
both Medicare and Medicaid and lives off of the monthly disability payments he
receives from Social Security. He asked that his last name not be published for fear of

being stigmatized.

When he arrived at Memorial, nurses asked Erik to remove his clothing and put on a

hospital gown; he refused, saying it violated his religious beliefs. According to hospital

higp/iwww.npr.org/2011/04/13/135351760/mentally-ill-languish-in-hospital-emergency-rooms
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records, he threatened to punch a nurse who tried to get him to comply, and was

bound by his wrists and ankles.

"I feel like a mute prisoner with no rights," he says of his experience in the emergency
room. "It's pushing my tolerance and self-control thresholds to the maximum." A
security guard sat by him, making sure he didn't try to hurt himself or leave the

hospital. Even his visits to the bathroom were supervised.

Memorial Hospital wouldn't allow a reporter to visit the ER. But Miriam's emergency
room regularly faces the same problem of psychiatric patients waiting a long time
before they are transferred. The unit is divided into small patient quarters, each
cordoned off with a pastel floral curtain that ends about two feet above the floor,

providing no sound barrier for the chaos occurring just outside.

One recent Monday afternoon, more than 40 doctors and nurses were rushing back
and forth with clipboards and stethoscopes, rolling patients on gurneys and tending to
those parked in the narrow hallways. Phones were ringing off the hook, the
loudspeaker was barking with pages for physicians, and medical monitors were
beeping incessantly. There was no natural light — only the yellow glow of fluorescent

lights overhead.

Two psychiatric patients were waiting for a bed. One had been there for 30 hours, the
other for just a few. They were monitored day and night by a security guard sitting
outside their curtained areas, slowing down the flow of traffic in the ER. For every
hour that a mentally ill person is stuck there, another patient cannot get in. On this
particular day, six people were waiting in the triage unit, and if not for the two
psychiatric patients awaiting placement, Bubly says, they might otherwise have been

seen already.

Bubly is frustrated with the situation, which he describes as "the thing that is most
wrong with the health care system that I see on a daily basis."” The long wait times for
mentally ill patients would not be tolerated for any other illness, he says. "If somebody
had pneumonia and they were admitted, they wouldn't be told they have to wait

anywhere."
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Craig Stenning, head of Rhode Island's mental health department, lets hospitals know where mental health patients are

waiting and where beds might be available.
Jenny Gold for NPR

Looking For Solutions

Unlike many other states, Rhode Island is actively trying to solve the growing problem.
Between 2005 and 2009, psychiatric visits to the emergency department in the state

increased by nearly 27 percent.

Since 2008, Craig Stenning, head of the state's mental health department, has been
working with hospitals to communicate about where patients are waiting and where
beds might be available. Each day around 2 p.m., his office puts out a list tracking
mentally ill patients who are waiting for beds across the state. In the next six months,

he hopes to begin an online program that allows hospitals to see the data in real time.

Stenning also added 49 beds in nonhospital settings to help ease the burden on
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emergency rooms. Butler Hospital, the largest psychiatric hospital in the state, has

received permission to add 26 beds in the next year.

Despite his efforts, some patients are still waiting a long time. H. Reed Cosper, the
state's mental health advocate, a lawyer appointed by the governor to defend and
advance the rights of the mentally ill, recently received a complaint from a man whose
60-year-old mother waited for seven days before being transferred to a psychiatric

hospital.

"Emergency rooms are for people with heart attacks and gunshot wounds, and it is just
a disgrace that mentally ill people can be held two, three, five days, eating ham

sandwiches in total chaos," he says.

Cosper has been on the case for 20 years. While waiting times have gotten better, he

says, letting patients languish in ERs is illegal in Rhode Island.

Emergency departments, Cosper argues, fail to provide the basic rights guaranteed to
psychiatric patients under Rhode Island's mental health law, including the right to
privacy and dignity, to wear one's own clothes and to be given reasonable access to

telephones to make and receive confidential calls.
Tranquility At The Psychiatric Hospital

Forty-two hours after being brought by ambulance to Memorial Hospital, Erik was
finally transferred to Butler Hospital. It's a sprawling brick building from the 19th
century, with tall turrets and a glass gazebo out front, built on a 110-acre campus of

conifers and deciduous trees looking out over the Seekonk River.

The hallways are a tranquil gray, and several paintings hang in the stairwells. Erik is
wearing his own blue plaid flannel shirt and khakis, and his hair and mustache are
carefully combed. At Butler, he explains, he feels safe and comfortable. He's allowed
"to take a shower and use the facilities without someone watching me or insisting that
the door be open. I think that's a minimal level of humanity that should be accorded to

a human being."

Not all psychiatric hospitals are as picturesque as Butler, and many present their own

share of problems. But at least they were designed for patients like Erik, who spent

http://Awww .npr.org/2011/04/13/135351760/mentally-ili-languish-in-hospital-emergency-rooms



10/26/2015 Mentally Hll Languish In Hospital Emergency Rooms : NPR

seven days there before he was allowed to return home.

Today, he is scared that, before long, he'll end up stuck in an ER again.
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THE HOT SPOTTERS

Can we lower medical costs by giving the neediest patients better care?

BY ATUL GAWANDE

In Camden, New Jersey, one per cent of patients account
for a third of the city’s medical costs.

PHOTOGRAPH BY PHILLIP TOLEDANO

t Camden, New Jersey, becomes the first

American community to lower its medical costs,
it will have a murder to thank. At nine-fifty on a
February night in 2001, a twenty-two-year-old black
man was shot while driving his Ford Taurus station
wagon through a neighborhood on the edge of the
Rutgers University campus. The victim lay
motionless in the street beside the open door on the
driver’s side, as if the car had ejected him. A

neighborhood couple, a physical therapist and a
volunteer firefighter, approached to see if they could help, but police waved them back.

“He’s not going to make it,” an officer reportedly told the physical therapist. “He’s pretty
much dead.” She called a physician, Jeffrey Brenner, who lived a few doors up the street,
and he ran to the scene with a stethoscope and a pocket ventilation mask. After some
discussion, the police let him enter the crime scene and attend to the victim. Witnesses
told the local newspaper that he was the first person to lay hands on the man.

“He was slightly overweight, turned on his side,” Brenner recalls. There was glass
everywhere. Although the victim had been shot several times and many minutes had
passed, his body felt warm. Brenner checked his neck for a carotid pulse. The man was
alive. Brenner began the chest compressions and rescue breathing that should have been
started long before. But the young man, who turned out to be a Rutgers student, died
soon afterward.

The incident became a local scandal. The student’s injuries may not have been survivable,
but the police couldn’t have known that. After the ambulance came, Brenner confronted
one of the officers to ask why they hadn't tried to rescue him.



“We didn’t want to dislodge the bullet,” he recalls the policeman saying. It was a

ridiculous answer, a brushoff, and Brenner couldn't let it go.

He was thirty-one years old at the time, a skinny, thick-bearded, soft-spoken family
physician who had grown up in a bedroom suburb of Philadelphia. As a medical student
at Robert Wood Johnson Medical School, in Piscataway, he had planned to become a
neuroscientist. But he volunteered once a week in a free primary-care clinic for poor
immigrants, and he found the work there more challenging than anything he was doing
in the laboratory. The guy studying neuronal stem cells soon became the guy studying
Spanish and training to become one of the few family physicians in his class. Once he
completed his residency, in 1998, he joined the staff of a family-medicine practice in
Camden. It was in a cheaply constructed, boxlike, one-story building on a desolate street
of bars, car-repair shops, and empty lots. But he was young and eager to recapture the
sense of purpose he'd felt volunteering at the clinic during medical school.

Few people shared his sense of possibility. Camden was in civic free fall, on its way to
becoming one of the poorest, most crime-ridden cities in the nation. The local school
system had gone into receivership. Corruption and mismanagement soon prompted a
state takeover of the entire city. Just getting the sewage system to work could be a
problem. The neglect of this anonymous shooting victim on Brenner’s street was another
instance of a city that had given up, and Brenner was tired of wondering why it had to be

that way.

Around that time, a police reform commission was created, and Brenner was asked to
serve as one of its two citizen members. He agreed and, to his surprise, became
completely absorbed. The experts they called in explained the basic principles of effective
community policing. He learned about George Kelling and James Q. Wilson's “broken-
windows” theory, which argued that minor, visible neighborhood disorder breeds major
crime. He learned about the former New York City police commissioner William
Bratton and the Compstat approach to policing that he had championed in the nineties,
which centered on mapping crime and focussing resources on the hot spots. The reform
panel pushed the Camden Police Department to create computerized crime maps, and to
change police beats and shifts to focus on the worst areas and times.

When the police wouldn't make the crime maps, Brenner made his own. He persuaded
Camden’s three main hospitals to let him have access to their medical billing records. He
transferred the reams of data files onto a desktop computer, spent weeks figuring out how
to pull the chaos of information into a searchable database, and then started tabulating
the emergency-room visits of victims of serious assault. He created maps showing where
the crime victims lived. He pushed for policies that would let the Camden police chief
assign shifts based on the crime statistics—only to find himself in a showdown with the

police unions.



“He has no clue,” the president of the city police superiors’ union said to the Philadelphia
Inquirer. “I just think that his comments about what kind of schedule we should be on,
how we should be deployed, are laughable.”

The unions kept the provisions out of the contract. The reform commission disbanded;
Brenner withdrew from the cause, beaten. But he continued to dig into the database on
his computer, now mostly out of idle interest. =i

Besides looking at assault patterns, he began studying patterns in the way patients flowed
into and out of Camden’s hospitals. “I'd just sit there and play with the data for hours,” he

says, and the more he played the more he found. For instance, he ran the data on the
locations where ambulances picked up patients with fall injuries, and discovered that a
single building in central Camden sent more people to the hospital with serious falls—
fifty-seven elderly in two years—than any other in the city, resulting in almost three
million dollars in health-care bills. “It was just this amazing window into the health-care
delivery system,” he says.

So he took what he learned from police reform and tried a Compstat approach to the
city’s health-care performance—a Healthstat, so to speak. He made block-by-block maps
of the city, color-coded by the hospital costs of its residents, and looked for the hot spots.
The two most expensive city blocks were in north Camden, one that had a large nursing
home called Abigail House and one that had a low-income housing tower called
Northgate II. He found that between January of 2002 and June of 2008 some nine
hundred people in the two buildings accounted for more than four thousand hospital
visits and about two hundred million dollars in health-care bills. One patient had three
hundred and twenty-four admissions in five years. The most expensive patient cost
insurers $3.5 million.

Brenner wasn't all that interested in costs; he was more interested in helping people who
received bad health care. But in his experience the people with the highest medical costs
—the people cycling in and out of the hospital—were usually the people receiving the
worst care. “Emergency-room visits and hospital admissions should be considered failures
of the health-care system until proven otherwise,” he told me—failures of prevention and
of timely, effective care.

If he could find the people whose use of medical care was highest, he figured, he could do
something to help them. If he helped them, he would also be lowering their health-care
costs. And, if the stats approach to crime was right, targeting those with the highest
health-care costs would help lower the entire city’s health-care costs. His calculations
revealed that just one per cent of the hundred thousand people who made use of
Camden’s medical facilities accounted for thirty per cent of its costs. That’s only a

thousand people—about half the size of a typical family physician’s panel of patients.



Things, of course, got complicated. It would have taken months to get the approvals
needed to pull names out of the data and approach people, and he was impatient to get
started. So, in the spring of 2007, he held a meeting with a few social workers and
emergency-room doctors from hospitals around the city. He showed them the cost
statistics and use patterns of the most expensive one per cent. “These are the people I
want to help you with,” he said. He asked for assistance reaching them. “Introduce me to

your worst-of-the-worst patients,” he said.

They did. Then he got permission to look up the patients’ data to confirm where they
were on his cost map. “For all the stupid, expensive, predictive-modelling software that
the big venders sell,” he says, “you just ask the doctors, ‘Who are your most difficult
patients?, and they can identify them.”

“Can you imagine how being the only one here makes me

feel?”

The first person they found for him was a man in his
mid-forties whom I'll call Frank Hendricks.
Hendricks had severe congestive heart failure,
chronic asthma, uncontrolled diabetes,
hypothyroidism, gout, and a history of smoking and
alcohol abuse. He weighed five hundred and sixty

pounds. In the previous three years, he had spent as

much time in hospitals as out. When Brenner met
him, he was in intensive care with a tracheotomy and a feeding tube, having developed

septic shock from a gallbladder infection.

Brenner visited him daily. “I just basically sat in his room like I was a third-year med
student, hanging out with him for an hour, hour and a half every day, trying to figure out
what makes the guy tick,” he recalled. He learned that Hendricks used to be an auto
detailer and a cook. He had a longtime girlfriend and two children, now grown. A toxic
combination of poor health, Johnnie Walker Red, and, it emerged, cocaine addiction had
left him unreliably employed, uninsured, and living in a welfare motel. He had no
consistent set of doctors, and almost no prospects for turning his situation around.

After several months, he had recovered enough to be discharged. But, out in the world,
his life was simply another hospitalization waiting to happen. By then, however, Brenner
had figured out a few things he could do to help. Some of it was simple doctor stuff. He
made sure he followed Hendricks closely enough to recognize when serious problems
were emerging. He double-checked that the plans and prescriptions the specialists had
made for Hendricks’s many problems actually fit together—and, when they didnt, he got



on the phone to sort things out. He teamed up with a nurse practitioner who could make
home visits to check blood-sugar levels and blood pressure, teach Hendricks about what
he could do to stay healthy, and make sure he was getting his medications.

A lot of what Brenner had to do, though, went beyond the usual doctor stuff. Brenner got
a social worker to help Hendricks apply for disability insurance, so that he could leave

the chaos of welfare motels, and have access to a consistent set of physicians. The team
also pushed him to find sources of stability and value in his life. They got him to return
to Alcoholics Anonymous, and, when Brenner found out that he was a devout Christian,
he urged him to return to church. He told Hendricks that he needed to cook his own
food once in a while, so he could get back in the habit of doing it. The main thing he was
up against was Hendricks’s hopelessness. He'd given up. “Can you imagine being in the
hospital that long, what that does to you?” Brenner asked.

I spoke to Hendricks recently. He has gone without alcohol for a year, cocaine for two
years, and smoking for three years. He lives with his girlfriend in a safer neighborhood,
goes to church, and weathers family crises. He cooks his own meals now. His diabetes
and congestive heart failure are under much better control. He’s lost two hundred and
twenty pounds, which means, among other things, that if he falls he can pick himself up,
rather than having to call for an ambulance.

“The fun thing about this work is that you can be there when the light switch goes on for
a patient,” Brenner told me. “It doesn’t happen at the pace we want. But you can see it

happen.”

With Hendricks, there was no miraculous turnaround. “Working with him didn’t feel any
different from working with any patient on smoking, bad diet, not exercising—working
on any particular rut someone has gotten into,” Brenner said. “People are people, and they
get into situations they don't necessarily plan on. My philosophy about primary care is
that the only person who has changed anyone’s life is their mother. The reason is that she
cares about them, and she says the same simple thing over and over and over.” So he tries
~ to care, and to say a few simple things over and over and over.

I asked Hendricks what he made of Brenner when they first met.

“He struck me as odd,” Hendricks said. “His appearance was not what I expected of a
young, clean-cut doctor.” There was that beard. There was his manner, too. “His whole
premise was ‘I'm here for you. I'm not here to be a part of the medical system. I'm here to

k2

get you back on your feet.

An ordinary cold can still be a major setback for Hendricks. He told me that he'd been in
the hospital four times this past summer. But the stays were a few days at most, and he’s
had no more cataclysmic, weeks-long I.C.U. stays.



Was this kind of success replicable? As word went out about Brenner’s interest in
patients like Hendricks, he received more referrals. Camden doctors were delighted to
have someone help with their “worst of the worst.” He took on half a dozen patients,
then two dozen, then more. It became increasingly difficult to do this work alongside his
regular medical practice. The clinic was already under financial strain, and received
nothing for assisting these patients. If it were up to him, he'd recruit a whole staff of
primary-care doctors and nurses and social workers, based right in the neighborhoods
where the costliest patients lived. With the tens of millions of dollars in hospital bills
they could save, he'd pay the staff double to serve as Camden’s élite medical force and to

rescue the city’s health-care system.

But that’s not how the health-insurance system is built. So he applied for small grants
from philanthropies like the Robert Wood Johnson Foundation and the Merck
Foundation. The money allowed him to ramp up his data system and hire a few people,
like the nurse practitioner and the social worker who had helped him with Hendricks.
He had some desk space at Cooper Hospital, and he turned it over to what he named the
Camden Coalition of Healthcare Providers. He spoke to people who had been doing
similar work, studied “medical home” programs for the chronically ill in Seattle, San
Francisco, and Pennsylvania, and adopted some of their lessons. By late 2010, his team

had provided care for more than three hundred people on his “super-utilizer” map.

I spent a day with Kathy Jackson, the nurse practitioner, and Jessica Cordero, a medical
assistant, to see what they did. The Camden Coalition doesn't have enough money for a

clinic where they can see patients. They rely exclusively on home visits and phone calls.

Over the phone, they inquire about emerging health issues, check for insurance or
housing problems, ask about unfilled prescriptions. All the patients get the team’s urgent-
call number, which is covered by someone who can help them through a health crisis.
Usually, the issue can be resolved on the spot—it’s a headache or a cough or the like—but
sometimes it requires an unplanned home visit, to perform an examination, order some
tests, provide a prescription. Only occasionally does it require an emergency room.

Patients wouldn’t make the call in the first place if the person picking up weren't
someone like Jackson or Brenner—someone they already knew and trusted. Even so,
patients can disappear for days or weeks at a time. “High-utilizer work is about building
relationships with people who are in crisis,” Brenner said. “The ones you build a
relationship with, you can change behavior. Half we can build a relationship with. Half

we can't.”

One patient I spent time with illustrated the challenges. If you were a doctor meeting
him in your office, you would quickly figure out that his major problems were moderate
developmental deficits and out-of-control hypertension and diabetes. His blood pressure



and blood sugars were so high that, at the age of thirty-nine, he was already developing
blindness and advanced kidney disease. Unless something changed, he was perhaps six
months away from complete kidney failure.

You might decide to increase his insulin dose and change his blood-pressure medicine.
But you wouldn’t grasp what the real problem was until you walked up the cracked
concrete steps of the two-story brownstone where he lives with his mother, waited for
him to shove aside the old newspapers and unopened mail blocking the door, noticed
Cordero’s shake of the head warning you not to take the rumpled seat he’s offering
because of the ant trail running across it, and took in the stack of dead computer
monitors, the barking mutt chained to an inner doorway, and the rotten fruit on a
newspaper-covered tabletop. According to a state evaluation, he was capable of handling
his medications, and, besides, he lived with his mother, who could help. But one look
made it clear that they were both incapable.

“Harry seldom leaves his retirement cubicle.”

Jackson asked him whether he was taking his blood-
pressure pills each day. Yes, he said. Could he show

her the pill bottles? As it turned out, he hadn't taken
any pills since she'd last visited, the week before. His

finger-stick blood sugar was twice the normal level.
He needed a better living situation. The state had
turned him down for placement in supervised
housing, pointing to his test scores. But after months of paperwork—during which he
steadily worsened, passing in and out of hospitals—the team was finally able to get him
into housing where his medications could be dispensed on a schedule. He had made an
overnight visit the previous weekend to test the place out.

“I liked it,” he said. He moved in the next week. And, with that, he got a chance to avert
dialysis—and its tens of thousands of dollars in annual costs—at least for a while.

Not everyone lets the team members into his or her life. One of their patients is a young
woman of no fixed address, with asthma and a crack-cocaine habit. The crack causes
severe asthma attacks and puts her in the hospital over and over again. The team
members have managed occasionally to track her down in emergency rooms or recognize
her on street corners. All they can do is give her their number, and offer their help if she
ever wanted it. She hasn't.

Work like this has proved all-consuming. In May, 2009, Brenner closed his regular
medical practice to focus on the program full time. It remains unclear how the program
will make ends meet. But he and his team appear to be having a major impact. The



Camden Coalition has been able to measure its long-term effect on its first thirty-six
super-utilizers. They averaged sixty-two hospital and E.R. visits per month before
joining the program and thirty-seven visits after—a forty-per-cent reduction. Their
hospital bills averaged $1.2 million per month before and just over half a million after—a

fifty-six-per-cent reduction.

These results don’t take into account Brenner’s personnel costs, or the costs of the
medications the patients are now taking as prescribed, or the fact that some of the
patients might have improved on their own (or died, reducing their costs permanently).
The net savings are undoubtedly lower, but they remain, almost certainly, revolutionary.
Brenner and his team are out there on the boulevards of Camden demonstrating the
possibilities of a strange new approach to health care: to look for the most expensive
patients in the system and then direct resources and brainpower toward helping them.

eff Brenner has not been the only one to recognize the possibilities in focussing on

the hot spots of medicine. One Friday afternoon, I drove to an industrial park on
the outskirts of Boston, where a rapidly growing data-analysis company called Verisk
Health occupies a floor of a nondescript office complex. It supplies “medical intelligence”
to organizations that pay for health benefits—self-insured businesses, many public

employers, even the government of Abu Dhabi.

Privacy laws prevent U.S. employers from looking at the details of their employees’
medical spending. So they hand their health-care payment data over to companies that
analyze the patterns and tell them how to reduce their health-insurance spending.
Mostly, these companies give financial advice on changing benefits—telling them, say, to
increase employee co-payments for brand-name drugs or emergency-room visits. But
even employers who cut benefits find that their costs continue to outpace their earnings.
Verisk, whose clients pay health-care bills for fifteen million patients, is among the data
companies that are trying a more sophisticated approach.

Besides the usual statisticians and economists, Verisk recruited doctors to dive into the
data. I met one of them, Nathan Gunn, who was thirty-six years old, had completed his
medical training at the University of California, San Francisco, and was practicing as an
internist part time. The rest of his time he worked as Verisk’s head of research. Mostly, he
was in meetings or at his desk poring through “data runs” from clients. He insisted that it
was every bit as absorbing as seeing sick patients—sometimes more so. Every data run

tells a different human story, he said.

At his computer, he pulled up a data set for me, scrubbed of identifying information,
from a client that manages health-care benefits for some two hundred and fifty
employers—school districts, a large church association, a bus company, and the like. They
had a hundred thousand “covered lives” in all. Payouts for those people rose eight per cent

a year, at least three times as fast as the employers’ earnings. This wasn't good, but the



numbers seemed pretty dry and abstract so far. Then he narrowed the list to the top five
per cent of spenders—just five thousand people accounted for almost sixty per cent of the

spending—and he began parsing further.

“Take two ten-year-old boys with asthma,” he said. “From a disease standpoint, they’re
exactly the same cost, fight? Wrong. Imagine one of those kids never fills his inhalers and
has been in urgent care with asthma attacks three times over the last year, probably
because Mom and Dad aren’t really on top of it.” That’s the sort of patient Gunn uses his
company’s medical-intelligence software program to zero in on—a patient who is sick
and getting inadequate care. “That’s really the sweet spot for preventive care,” Gunn said.

He pulled up patients with known coronary-artery disease. There were nine hundred and
twenty-one, he said, reading off the screen. He clicked a few more times and raised his
eyebrows. One in seven of them had not had a full office visit with a physician in more
than a year. “You can do something about that,” he said.

“Let’s do the E.R.-visit game,” he went on. “This is a fun one.” He sorted the patients by
number of visits, much as Jeff Brenner had done for Camden. In this employed

population, the No. 1 patient was a twenty-five-year-old woman. In the past ten months,
she'd had twenty-nine E.R. visits, fifty-one doctor’s office visits, and a hospital admission.

“I can actually drill into these claims,” he said, squinting at the screen. “All these claims
here are migraine, migraine, migraine, migraine, headache, headache, headache.” For a
twenty-five-year-old with her profile, he said, medical payments for the previous ten
months would be expected to total twenty-eight hundred dollars. Her actual payments
came to more than fifty-two thousand dollars—for “headaches.”

Was she a drug seeker? He pulled up her prescription profile, looking for narcotic
prescriptions. Instead, he found prescriptions for insulin (she was apparently diabetic)
and imipramine, an anti-migraine treatment. Gunn was struck by how faithfully she
filled her prescriptions. She hadn’t missed a single renewal—“which is actually
interesting,” he said. That’s not what you usually find at the extreme of the cost curve.

The story now became clear to him. She suffered from terrible migraines. She took her
medicine, but it wasn't working. When the headaches got bad, she'd go to the emergency
room or to urgent care. The doctors would do CT and MRI scans, satisfy themselves that
she didn't have a brain tumor or an aneurysm, give her a narcotic injection to stop the
headache temporarily, maybe renew her imipramine prescription, and send her home,
only to have her return a couple of weeks later and see whoever the next doctor on duty
was. She wasn't getting what she needed for adequate migraine care—a primary
physician taking her in hand, trying different medications in a systematic way, and

figuring out how to better keep her headaches at bay.



As he sorts through such stories, Gunn usually finds larger patterns, too. He told me
about an analysis he had recently done for a big information-technology company on the
East Coast. It provided health benefits to seven thousand employees and family
members, and had forty million dollars in “spend.” The firm had already raised the
employees’ insurance co-payments considerably, hoping to give employees a reason to
think twice about unnecessary medical visits, tests, and procedures—make them have
some “skin in the game,” as they say. Indeed, almost every category of costly medical care
went down: doctor visits, emergency-room and hospital visits, drug prescriptions. Yet
employee health costs continued to rise—climbing almost ten per cent each year. The

company was baffled.

Gunn’s team took a look at the hot spots. The outliers, it turned out, were predominantly
early retirees. Most had multiple chronic conditions—in particular, coronary-artery
disease, asthma, and complex mental illness. One had badly worsening heart disease and
diabetes, and medical bills over two years in excess of eighty thousand dollars. The man,
dealing with higher co-payments on a fixed income, had cut back to filling only half his
medication prescriptions for his high cholesterol and diabetes. He made few doctor visits.
He avoided the E.R.—until a heart attack necessitated emergency surgery and left him
disabled with chronic heart failure.

The higher co-payments had backfired, Gunn said. While medical costs for most
employees flattened out, those for early retirees jumped seventeen per cent. The sickest
patients became much more expensive because they put off care and prevention until it

was too late.

‘1 thought that driving around all day picking kids up
and dropping them off, then waiting for them, would be
more fulfilling.”

The critical flaw in our health-care system that
people like Gunn and Brenner are finding is that it

was never designed for the kind of patients who
incur the highest costs. Medicine’s primary
mechanism of service is the doctor visit and the E.R.
visit. (Americans make more than a billion such visits each year, according to the Centers
for Disease Control.) For a thirty-year-old with a fever, a twenty-minute visit to the
doctor’s office may be just the thing. For a pedestrian hit by a minivan, there’s nowhere
better than an emergency room. But these institutions are vastly inadequate for people
with complex problems: the forty-year-old with drug and alcohol addiction; the eighty-

four-year-old with advanced Alzheimer’s disease and a pneumonia; the sixty-year-old



with heart failure, obesity, gout, a bad memory for his eleven medications, and half a
dozen specialists recommending different tests and procedures. It’s like arriving at a
major construction project with nothing but a screwdriver and a crane.

Outsiders tend to be the first to recognize the inadequacies of our social institutions. But,
precisely because they are-outsiders, they are usually in a poor position to fix them. Gunn,
though a doctor, mostly works for people who do not run health systems—employers and
insurers. So he counsels them about ways to tinker with the existing system. He tells
them how to change co-payments and deductibles so they at least aren’t making their
cost problems worse. He identifies doctors and hospitals that seem to be providing
particularly ineffective care for high-needs patients, and encourages clients to shift
contracts. And he often suggests that clients hire case-management companies—a fast-
growing industry with telephone banks of nurses offering high-cost patients advice in the
hope of making up for the deficiencies of the system.

The strategy works, sort of. Verisk reports that most of its clients can slow the rate at
which their health costs rise, at least to some extent. But few have seen decreases, and it’s
not obvious that the improvements can be sustained. Brenner, by contrast, is reinventing
medicine from the inside. But he does not run a health-care system, and had to give up
his practice to sustain his work. He is an outsider on the inside. So you might wonder
whether medical hot-spotting can really succeed on a scale that would help large
populations. Yet there are signs that it can.

A recent Medicare demonstration program, given substantial additional resources under
the new health-care-reform law, offers medical institutions an extra monthly payment to
finance the codrdination of care for their most chronically expensive beneficiaries. If total
costs fall more than five per cent compared with those of a matched set of control
patients, the program allows institutions to keep part of the savings. If costs fail to
decline, the institutions have to return the monthly payments.

Several hospitals took the deal when the program was offered, in 2006. One was the
Massachusetts General Hospital, in Boston. It asked a general internist named T'im
Ferris to design the effort. The hospital had twenty-six hundred chronically high-cost
patients, who together accounted for sixty million dollars in annual Medicare spending.
They were in nineteen primary-care practices, and Ferris and his team made sure that
each had a nurse whose sole job was to improve the coérdination of care for these
patients. The doctors saw the patients as usual. In between, the nurses saw them for
longer visits, made surveillance phone calls, and, in consultation with the doctors, tried to
recognize and address problems before they resulted in a hospital visit.

Three years later, hospital stays and trips to the emergency room have dropped more than
fifteen per cent. The hospital hit its five-per-cent cost-reduction target. And the team is
just getting the hang of what it can do.



ecently, I visited an even more radically redesigned physician practice, in Atlantic

City. Cross the bridge into town (Atlantic City is on an island, I learned), ignore
the Trump Plaza and Caesars casinos looming ahead of you, drive a few blocks along the
Monopoly-board streets (the game took its street names from here), turn onto Tennessee
Avenue, and enter the doctors’ office building that’s across the street from the ninety-
nine-cent store and the city’s long-shuttered supermarket. On the second floor, just past
the occupational-health clinic, you will find the Special Care Center. The reception area,
with its rustic taupe upholstery and tasteful lighting, looks like any other doctors’ office.
But it houses an experiment started in 2007 by the health-benefit programs of the casino
workers union and of a hospital, AtlantiCare Medical Center, the city’s two largest pools

of employees.

Both are self-insured—they are large enough to pay for their workers’ health care directly
—and both have been hammered by the exploding costs. Yes, even hospitals are having a
hard time paying their employees’ medical bills. As for the union, its contracts are
frequently for workers’ total compensation—wages plus benefits. It gets a fixed pot. Year
after year, the low-wage busboys, hotel cleaners, and kitchen staff voted against
sacrificing their health benefits. As a result, they have gone without a wage increase for
years. Out of desperation, the union’s health fund and the hospital decided to try
something new. They got a young Harvard internist named Rushika Fernandopulle to

run a clinic exclusively for workers with exceptionally high medical expenses.

Fernandopulle, who was born in Sri Lanka and raised in Baltimore, doesn’t seem like a
radical when you meet him. He’s short and round-faced, smiles a lot, and displays two
cute rabbit teeth as he tells you how ridiculous the health-care system is and how he
plans to change it all. Jeff Brenner was on his advisory board, along with others who have
pioneered the concept of intensive outpatient care for complex high-needs patients. The
hospital provided the floor space. Fernandopulle created a point system to identify
employees likely to have high recurrent costs, and they were offered the chance to join

the new clinic.

The Special Care Center reinvented the idea of a primary-care clinic in almost every way.
The union’s and the hospital’s health funds agreed to switch from paying the doctors for
every individual office visit and treatment to paying a flat monthly fee for each patient.
That cut the huge expense that most clinics incur from billing paperwork. The patients
were given unlimited access to the clinic without charges—no co-payments, no insurance
bills. This, Fernandopulle explained, would force doctors on staff to focus on service, in

order to retain their patients and the fees they would bring.

The payment scheme also allowed him to design the clinic around the things that sick,
expensive patients most need and value, rather than the ones that pay the best. He
adopted an open-access scheduling system to guarantee same-day appointments for the
acutely ill. He customized an electronic information system that tracks whether patients



are meeting their goals. And he staffed the clinic with people who would help them do it.
One nurse practitioner, for instance, was responsible for trying to get every smoker to
quit.

I got a glimpse of how unusual the clinic is when I sat in on the staff meeting it holds
each morning to review the medical issues of the patients on the appointment books.
There was, for starters, the very existence of the meeting. I had never seen this kind of
daily huddle at a doctor’s office, with clinicians popping open their laptops and pulling
up their patient lists together. Then there was the particular mixture of people who
squeezed around the conference table. As in many primary-care offices, the staff had two
physicians and two nurse practitioners. But a full-time social worker and the front-desk
receptionist joined in for the patient review, too. And, outnumbering them all, there were

eight full-time “health coaches.”

Fernandopulle created the position. Each health coach works with patients—in person,
by phone, by e-mail—to help them manage their health. Fernandopulle got the idea from
the promotoras, community health workers, whom he had seen on a medical mission in
the Dominican Republic. The coaches work with the doctors but see their patients far
more frequently than the doctors do, at least once every two weeks. Their most important
attribute, Fernandopulle explained, is a knack for connecting with sick people, and
understanding their difficulties. Most of the coaches come from their patients’
communities and speak their languages. Many have experience with chronic illness in
their own families. (One was himself a patient in the clinic.) Few had clinical experience.
I asked each of the coaches what he or she had done before working in the Special Care
Center. One worked the register at a Dunkin’ Donuts. Another was a Sears retail
manager. A third was an administrative assistant at a casino.

“We recruit for attitude and train for skill,” Fernandopulle said. “We don't recruit from
health care. This kind of care requires a very different mind-set from usual care. For
example, what is the answer for a patient who walks up to the front desk with a question?
The answer is ‘Yes.”‘Can I see a doctor?” “Yes.”‘Can I get help making my ultrasound
appointment? ‘Yes.” Health care trains people to say no to patients.” He told me that he'd
had to replace half of the clinic’s initial hires—including a doctor—because they didn’t
grasp the focus on patient service.

In forty-five minutes, the staff did a rapid run-through of everyone’s patients. They
reviewed the requests that patients had made by e-mail or telephone, the plans for the
ones who had appointments that day. Staff members made sure that all patients who
made a sick visit the day before got a follow-up call within twenty-four hours, that every
test ordered was reviewed, that every unexpected problem was addressed.

Twe decided to leave my family to devote more time to myself.”



Most patients required no more than a ten-second
mention. Mr. Green didn’t turn up for his cardiac
testing or return calls about it. “I know where his
wife works. I'll track her down,” the receptionist said.
Ms. Blue is pregnant and on a high-blood-pressure
medication that’s unsafe in pregnancy. “I'll change
her prescription right now,” her doctor said, and

keyed it in. A handful of patients required longer

discussion. One forty-five-year-old heart-disease

patient had just had blood tests that showed worsening kidney failure. The team decided
to repeat the blood tests that morning, organize a kidney ultrasound in the afternoon if
the tests confirmed the finding, and have him seen in the office at the end of the day.

A staff member read out the hospital census. Of the clinic’s twelve hundred chronically ill
patients, just one was in the hospital, and she was being discharged. The clinic’s patients
had gone four days without a single E.R. visit. On hearing this news, staffers cheered and

broke into applause.

Afterward, I met a patient, Vibha Gandhi. She was fifty-seven years old and had joined
the clinic after suffering a third heart attack. She and her husband, Bharat, are Indian
immigrants. He cleans casino bathrooms for thirteen dollars an hour on the night shift.
Vibha has long had poor health, with diabetes, obesity, and congestive heart failure, but
things got much worse in the summer of 2009. A heart attack landed her in intensive
care, and her coronary-artery disease proved so advanced as to be inoperable. She arrived
in a wheelchair for her first clinic visit. She could not walk more than a few steps without
losing her breath and getting a viselike chest pain. The next step for such patients is often

a heart transplant.

A year and a half later, she is out of her wheelchair. She attends the clinic’s Tuesday yoga
classes. With the help of a walker, she can go a quarter mile without stopping. Although
her condition is still fragile—she takes a purseful of medications, and a bout of the flu
would send her back to an intensive-care unit—her daily life is far better than she once

imagined.

“I didn’t think I would live this long,” Vibha said through Bharat, who translated her

Gujarati for me. “I didn’t want to live.”

I asked her what had made her better. The couple credited exercise, dietary changes,
medication adjustments, and strict monitoring of her diabetes.

But surely she had been encouraged to do these things after her first two heart attacks.
What made the difference this time?



“Jayshree,” Vibha said, naming the health coach from Dunkin’ Donuts, who also speaks
Gujarati.

“Jayshree pushes her, and she listens to her only and not to me,” Bharat said.
“Why do you listen to Jayshree?” I asked Vibha.
“Because she talks like my mother,” she said.

ernandopulle carefully tracks the statistics of those twelve hundred patients. After

twelve months in the program, he found, their emergency-room visits and hospital
admissions were reduced by more than forty per cent. Surgical procedures were down by
a quarter. The patients were also markedly healthier. Among five hundred and three
patients with high blood pressure, only two were in poor control. Patients with high
cholesterol had, on average, a fifty-point drop in their levels. A stunning sixty-three per
cent of smokers with heart and lung disease quit smoking. In surveys, service and quality
ratings were high.

But was the program saving money? The team, after all, was more expensive than typical
primary care. And certain costs shot up. Because patients took their medications more
consistently, drug costs were higher. The doctors ordered more mammograms and
diagnostic tests, and caught and treated more cancers and other conditions. There’s also
the statistical phenomenon known as “regression to the mean”: the super-high-cost

patients may have been on their way to getting better (and less costly) on their own.

So the union’s health fund enlisted an independent economist to evaluate the clinic’s
one-year results. According to the data, these workers made up a third of the local union’s
costliest ten per cent of members. To determine if the clinic was really making a
difference, the economist compared their costs over twelve months with those of a
similar group of Las Vegas casino workers. The results, he cautioned, are still preliminary.
The sample was small. One patient requiring a heart transplant could wipe away any
savings overnight. Nonetheless, compared with the Las Vegas workers, the Atlantic City
workers in Fernandopulle’s program experienced a twenty-five-per-cent drop in costs.

And this was just the start. The program, Fernandopulle told me, is still discovering new
tricks. His team just recently figured out, for instance, that one reason some patients call
911 for problems the clinic would handle better is that they don’t have the clinic’s
twenty-four-hour call number at hand when they need it. The health coaches told the
patients to program it into their cell-phone speed dial, but many didn’t know how to do
that. So the health coaches began doing it for them, and the number of 911 calls fell.
High-cost habits are sticky; staff members are still learning the subtleties of unsticking
them.



Their most difficult obstacle, however, has been the waywardness not of patients but of
doctors—the doctors whom the patients see outside the clinic. Jeff Brenner’s Camden
patients are usually uninsured or on welfare; their doctors were happy to have someone
else deal with them. The Atlantic City casino workers and hospital staff, on the other
hand, had the best-paying insurance in town. Some doctors weren’t about to let that

business slip away.

Fernandopulle told me about a woman who had seen a cardiologist for chest pain two
decades ago, when she was in her twenties. It was the result of a temporary, inflammatory
condition, but he continued to have her see him for an examination and an
electrocardiogram every three months, and a cardiac ultrasound every year. The results
were always normal. After the clinic doctors advised her to stop, the cardiologist called
her at home to say that her health was at risk if she didn’t keep seeing him. She went
back.

The clinic encountered similar troubles with some of the doctors who saw its
hospitalized patients. One group of hospital-based internists was excellent, and
coordinated its care plans with the clinic. But the others refused, resulting in longer stays
and higher costs (and a fee for every visit, while the better group happened to be the only
salaried one). When Fernandopulle arranged to direct the patients to the preferred
doctors, the others retaliated, trolling the emergency department and persuading the
patients to choose them instead.

“‘Rogues, we call them,” Fernandopulle said. He and his colleagues tried warning the
patients about the rogue doctors and contacting the E.R. staff to make sure they knew
which doctors were preferred. “One time, we literally pinned a note to a patient, like he
was Paddington Bear,” he said. They've ended up going to the hospital, and changing the
doctors themselves when they have to. As the saying goes, one man’s cost is another man’s

mcome.

The AtlantiCare hospital system is in a curious position in all this. Can it really make
sense for a hospital to invest in a program, like the Special Care Center, that aims at
reducing hospitalizations, even if its employees are included? I asked David Tilton, the
president and C.E.O. of the system, why he was doing it. He had several answers. Some
were of the it’s-the-right-thing-to-do variety. But I was interested in the hard-nosed
reasons. The Atlantic City economy, he said, could not sustain his health system’s
perpetually rising costs. His hospital either fought the pressure to control costs and went
down with the local economy or learned how to benefit from cost control.

And there are ways to benefit. At a minimum, a successful hospital could attract patients
from competitors, cushioning it against a future in which people need hospitals less. Two
decades ago, for instance, Denmark had more than a hundred and fifty hospitals for its
five million people. The country then made changes to strengthen the quality and



availability of outpatient primary-care services (including payments to encourage
physicians to provide e-mail access, off-hours consultation, and nurse managers for
complex care). Today, the number of hospitals has shrunk to seventy-one. Within five
years, fewer than forty are expected to be required. A smart hospital might position itself
to be one of the last ones standing.

Could anything that dramatic happen here? An important idea is getting its test run in
America: the creation of intensive outpatient care to target hot spots, and thereby reduce
over-all health-care costs. But, if it works, hospitals will lose revenue and some will have
to close. Medical companies and specialists profiting from the excess of scans and
procedures will get squeezed. This will provoke retaliation, counter-campaigns, intense
lobbying for Washington to obstruct reform.

I said, You're starting to get on my nerves’”
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The stats-and-stethoscope upstarts are nonetheless
making their dash. Rushika Fernandopulle has set up
a version of his Special Care program in Seattle, for
Boeing workers, and is developing one in Las Vegas,

for casino workers. Nathan Gunn and Verisk Health

have landed new contracts during the past year with

companies providing health benefits to more than

four million employees and family members. Tim Ferris has obtained federal approval to
spread his program for Medicare patients to two other hospitals in the Partners
Healthcare System, in Boston (including my own). Jeff Brenner, meanwhile, is seeking to
lower health-care costs for all of Camden, by getting its primary-care physicians to
extend the hot-spot strategy citywide. We've been looking to Washington to find out
how health-care reform will happen. But people like these are its real leaders.

uring my visit to Camden, I attended a meeting that Brenner and several
D community groups had organized with residents of Northgate II, the building
with the highest hospital billing in the city. He wanted to run an idea by them. The
meeting took place in the building’s ground-floor lounge. There was juice in Styrofoam
cups and potato chips on little red plastic plates. A pastor with the Camden Bible
Tabernacle started things off with a prayer. Brenner let one of the other coalition

members do the talking.

How much money, he asked, did the residents think had been spent on emergency-room
and hospital visits in the past five years for the people in this one building? They had no
idea. He wrote out the numbers on an easel pad, but they were imponderable
abstractions. The residents’ eyes widened only when he said that the payments, even
accounting for unpaid bills, added up to almost sixty thousand dollars per person. He



asked how many of them believed that they had received sixty thousand dollars’ worth of
health care. That was when the stories came out: the doctors who wouldn't give anyone
on Medicaid an office appointment; the ten-hour emergency-room waits for ten minutes

with an intern.

Brenner was proposing to open a doctor’s office right in their building, which would
reduce their need for hospital visits. If it delivered better care and saved money, the
doctor’s office would receive part of the money that it saved Medicare and Medicaid, and
would be able to add services—services that the residents could help choose. With
enough savings, they could have same-day doctor visits, nurse practitioners at night, a
social worker, a psychologist. When Brenner’s scenario was described, residents
murmured approval, but the mention of a social worker brought questions.

“Is she going to be all up in my business?” a woman asked. “I don't know if I like that. I'm

not sure I want a social worker hanging around here.”

This doctor’s office, people were slowly realizing, would be involved in their lives—a
medical professional would be after them about their smoking, drinking, diet,
medications. That was O.K. if the person were Dr. Brenner. They knew him. They
believed that he cared about them. Acceptance, however, would clearly depend upon
execution; it wasn't guaranteed. There was similar ambivalence in the neighborhoods that
Compstat strategists targeted for additional—and potentially intrusive—policing.

Yet the stakes in health-care hot-spotting are enormous, and go far beyond health care. A
recent report on more than a decade of education-reform spending in Massachusetts
detailed a story found in every state. Massachusetts sent nearly a billion dollars to school
districts to finance smaller class sizes and better teachers’ pay, yet every dollar ended up
being diverted to covering rising health-care costs. For each dollar added to school
budgets, the costs of maintaining teacher health benefits took a dollar and forty cents.

Every country in the world is battling the rising cost of health care. No community
anywhere has demonstrably lowered its health-care costs (not just slowed their rate of
increase) by improving medical services. They’ve lowered costs only by cutting or
rationing them. To many people, the problem of health-care costs is best encapsulated in
a basic third-grade lesson: you can't have it all. You want higher wages, lower taxes, less
debt? Then cut health-care services.

People like Jeff Brenner are saying that we can have it all—teachers and health care. To
be sure, uncertainties remain. Their small, localized successes have not yet been replicated
in large populations. Up to a fourth of their patients face problems of a kind they have
avoided tackling so far: catastrophic conditions. These are the patients who are in the top
one per cent of costs because they were in a car crash that resulted in a hundred thousand

dollars in surgery and intensive-care expenses, or had a cancer requiring seven thousand



dollars a week for chemo and radiation. There’s nothing much to be done for those
patients, youd think. Yet they are also victims of poor and disjointed service. Improving
the value of the services—rewarding better results per dollar spent—could lead to

dramatic innovations in catastrophic care, too.

The new health-reform law—Obamacare—is betting big on the Brenners of the world.
It says that we can afford to subsidize insurance for millions, remove the ability of private
and public insurers to cut high-cost patients from their rolls, and improve the quality of
care. The law authorizes new forms of Medicare and Medicaid payment to encourage the
development of “medical homes” and “accountable care organizations”—doctors’ offices
and medical systems that get financial benefits for being more accessible to patients,
better organized, and accountable for reducing the over-all costs of care. Backers believe
that, given this support, innovators like Brenner will transform health care everywhere.

Critics say that it’s a pipe dream—more money down the health-care sinkhole. They
could turn out to be right, Brenner told me; a well-organized opposition could scuttle
efforts like his. “In the next few years, we’re going to have absolutely irrefutable evidence
that there are ways to reduce health-care costs, and they are ‘high touch’and they are at
the level of care,” he said. “We are going to know that, hands down, this is possible.”
From that point onward, he said, “it’s a political problem.” The struggle will be to survive
the obstruction of lobbies, and the partisan tendency to view success as victory for the
other side.

Already, these forces of resistance have become Brenner’s prime concern. He needs state
legislative approval to bring his program to Medicaid patients at Northgate I and across
Camden. He needs federal approval to qualify as an accountable care organization for the
city’s Medicare patients. In Camden, he has built support across a range of groups, from
the state Chamber of Commerce to local hospitals to activist organizations. But for
months—even as rising health costs and shrinking state aid have forced the city to
contemplate further school cuts and the layoft of almost half of its police—he has been
stalled. With divided branches at both the state and the federal level, “government just
gets paralyzed,” he says.

In the meantime, though, he’s forging ahead. In December, he introduced an expanded
computer database that lets Camden doctors view laboratory results, radiology reports,
emergency-room visits, and discharge summaries for their patients from all the hospitals
in town—and could show cost patterns, too. The absence of this sort of information is a
daily impediment to the care of patients in Boston, where I practice. Right now, we’re
nowhere close to having such data. But this, I'm sure, will change. For in places like
Camden, New Jersey, one of the poorest cities in America, there are people showing the
way. ¢



Atul Gawande, a surgeon and public-health researcher, became a New
Yorker staff writer in 1998.
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R 1. (Corintl)

3. Complainant’s Complaint:

Complainant | NI 2! czcd that Respondent [N oiscriminated against him on the basis of his
mental disability when it involuntarily discharged him from: its assisted Bving facility and refused 1o let him
return to the facility.

I, Begpondent’s Apswer:

m stated that it did not involuntarily discharge Wr]
facility and did not want to return to the facility,

{ rather, be discharged imself from the

L. Jurisdictional Data:

1) Dates of elleged discrimination: December 3-14, 2013,

X
wd

2} Date complaint filed with the Maine Hurman Ei ghts Commission (“Commission™: September 19, 2014,

iy

Fespondents are subject to the Mame Humean I%.zah:m fet (“WHRA™) and the federal Fair Housing Act, as
well as state and federal housing regulations.

4y Complamant 13 represented by

Hsg. Hespondent is represented by

5} Investigative methods used: A thorough review of the written mamxmt‘ proviged by the parties and &
request for addiional information from ResponGent, This prebiminary mvestigat e@g isbslieved 1 be

sufficient t¢ snablie the Commissionsrs to malkee & fimding of “reasonable grounds” or “no reasonsble

grounds™ here, :
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V. Development of Facts:

1) The parties in this case are-as follows:

gy Mo JjB bes physical and mental disabilities

is an 18 bed:assisted living facility located n Coxninth, Maine.

2) Complainant provided the following in support of his position:

z) M. [ vhysical and mental disabilities include anxiety disorder, post-traumatic stress disorder,
and | bipolar diserder. He is substantielly mited in brain functions, thinking, concentration, focus, and
* other major life activities including working. I\&r - has & record of mentdl disability and has been
regarded as having & mental disability. He also has physical imparrments which cause a substantial
limitation: in mobility. He uses a'wheelchair ora mﬂtomea scooter and has arecord of a phvsical
disability, and has been regarded as physically disabled.

B) m was aware of Mr. m disabilities at the tims hewas admitted to the facility on
October 7, 2013. '

¢) OnDecember 3, 2013, Mr. " had a phone conversation with Administrator about getting
IranSportauen so that he could geposit a ¢heck at his bank. Administrator told Mr. [RE ttat S
B would not provide him with special transportation to the bank, and that he'would have to wait
until a group trip was planned.

i,  OnDecember 3, 2013, Vir. [ [l was never spoker to by anyone atf
their concern for his safety.

d} Omn the afternoon of December 2, 2013, Emergency Medical Technicians (“EMTs”) came to M.
[ room and told him that Administrator had filed & report claiming he was suicidal. Mr. B
told the EMTs that he was notsuicidal and had no intention of hurting himself.

[o

Later law enforcement officers came to Mz m roorn and told him that Adminiswator had
called them and told them she wanted him off of the premises, Law enforcement told Mr.
B = if e did not leave he would be “biue papered.”’ M. [l bad been “blue
papered”about 10 years prior and did not want it to happen again, so he agreed to leave with
law enforcement.’

R

Wir. J B w25 teken to the emergency room where he was assessed by a nurse at the hospital
(“MNurse”™). Nurse determined that M. wasnot a danger to himself or others and contacted
Administrator to find out about Mr.] R ‘

' Being “bius papered” is short hand for the procedure to fnvoluntarily commit an individual to a psychiatric bospital on
an emergencsy basis.

b
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£} Administrator told Nurse that V. [Sllilf was not coming beck to S

g} On December 13, 2013, V. | =ttomey informed Administrator by lefter that vir, JESSEEE had not
discharged himself from [N 2nd that doctors had cleared him medically and psychiatrically

to return to [

b} On orabout December 14, 2014, Administrator told vir. SIS -t:orney that she had filled Mr.
B ocd o IR 2 that he was not allowed to retum to the facility.

i) SRR brochure states: “Unlike most other facilities our rates don’t go upas vour condition
declines. Alse, vouare not at nisk of hamg w m@ve merely because your condition declines, ensuring
you or your loved one can fruly ‘agein place.”™ (Emphasis in original.)

i3 Mr.JJJ eppeated to the Maine Department of Health and HUIIL&IE Services (“DHHS”) regarding
EEEREE -cision o not allow him to Teturn to the facility.” A DHHS hearing was held on
January 13, 2014, at which the following exchange occurred:

ir. [ atcorney: “If Mir. - condition declined because you thought he was
suicidal he wouldn®t be require to move, is that right?”

Admnistrator: “He would need placement, we're not & mental health facility if that's
what you're asking me, We take care of mostly geriatric patients meaning if they have
strokes we don’t send them away we keep them, that’s why we took him in 2
wheelchair.”

k) Also during the DHHS hearing Administrator testified that the sole reason that she did not consider Mr.
TR rcouest forreadmission was his mental health history.”

1} The DHHS hearing officer’s ruling regarding V. [N appea! (the “Decision”) provided the
following mmformation:

i During his residency at M.l had been admitted to the hospital for
physical problems and returned to IR ={tcr dischargs from the hospital

#i.  On December 2, 2014, Mr. il told the Resident Coordinator that he intended to pack his
belongings and move-out The Resident Coordinator told Administrator and
the Medical Care Provider what K had told her,

* Administrator stated that she thought Mr, [l wanted to discharge himseif,

® In his DHHS hearing, Mr. characterized what happened to him-as an involuntary emergency discharge. In
response to Vir. [ claim, stated that Mir. [RNRE voluntzrily discharged himself from the facility

e « L« . 5 15 E . " v . y

Lhe mvsstigator’s rehance on the DHHES transcript in this report relates only to the factsfte E«::}momf pressoied by the
parties in that proceeding. The transcriptis not being relied on for its ultimate decision as it i s separate and apart from
the Commission’s purpose of determining if there is, or is not, reasonable grounds o find that discrimination oceurred.
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Wii,

viii.

notice was never-issued.

Administrator and the Medical Care Provider are responsible for preparing discharge paperwork
which includes an inventory sheet and a discharge sheet explaining the reason for a resident’s
discharge. The inventory sheet is started when a resident is-admitted and lists the resident’s
belongings at the time he/she is admitted. The sheet 1s completed when the resident is
discharged.

Administrator advised Mr. [ that it would be good for [N to acrangs a Goold
Health Systems evaluation to assess M [ <tigibility for MaineCare reimbursement for

various levels of care before he it N The essessment was scheduled for

Diecember'5,.2013,

On December 3, 2014, 'MI,;- was upset because-one of the doctors discontinued one of his
ADHD medications without-consulting with M JJJJ§ ™ JJE informed one of the
Certified Registersd Medication Aides (“CRMA”) that he was goimg o find & taxi and mote!
that accepted debit-cards. M. il stated, “T’1l go to 2 motel-and if God takes e, it’s His
vAIL™ The CRViA mnderstood M. [fEERE comments as indicating his intent to commit
suicide, 5o she told Administrator who contacted EMTs as well as the State Police.

At first Mr. JJJJil was not cooperative with the EMTs or State Police, but he was eventually
persuaded to aliow EMTs to transport him to the hospital after he was told that the alternative
would be to-sesk-involuntary psychiatric hospitalization for-him.

3. The BMiTs and State Police requested and received boxes from [ NN v nich
they filled with items at ir. |JJJJB direction. State Police photographed the
remaining itemns in. Mr. | R room, including vir. i wheelchair and shide
board.

The hospital’s discharge summary for Mr. JJJJJJ§ dated December 13, 2013, stated, ... was
called to evaluate the patient [V . They did not feel that he will require any voluntary
or invoiuntary psychiatric facility placement. He was not showing any signs of depression or
psychosis. Wo suicide-or homicide ideation. .. the patient is medically free'to be discharged and
it was stated clearly by an order that was put in patient’s charge-on 12/6/13 Thealthcare
provider], patient not at observation level of care, northe acute level of care, nor the skilled

devel of care...”

SR 1< began or completed discharge paperwork for Wir. [l and 2 discharge

3} Respondent provided the following in response to Complainant’s allegations:

) During Mr | first month at
-assess therelationship as going Mr.
due to an apparent seizure. After his seizure;

| both Ve JJE 2o [ 2ppeared to
was sent to the emergency room on'October 21, 2013,

I ooscved him to be morenesdy/

demanding.
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b} Administrator spoke to Mr.] about his outbursts of attention-seeldng behavior., Atone point in
November, 2013, M., stated that he was packing and leaving after Administrator told him that

his behavior was becoming totally unreasonable and inappropriate. At the time, Administrator told Mr.
' that she would assist him in finding another placement. Administrator later contacted Mr.

and told him that she had found two openings for him. He replied that he had spoken to his
morm and she had talked hiro into staying at

Bk
5

Administrator told Vr. [ that 1T he was going to continue being overly critical of staff and
other residents he should consider moving, because she did not want him to be unhappy or make
others unhappy. M. JJERR spologized for his behavior and said that be was not normally
difficult to deal with. Administrator-told him that she would giveit another trv and appreciated
his cooperation.

On November 19, 2013, Vir |JRE was sent to the emergency room for chest pains and came back that
same evening. Vir. | became more demanding after this visit to the emergency room.

¥
1

St

In the DHHE hearing (as recorded on the transcript), emplovees of R RNIRE 1o were involved
with the situation with vir. [ stated that no employee of R =ssisd M. R
packing or indicated to him that they warited him out of the facility, The Resident Coordinator and/or
Administrator at onepoint tried to convince Mr: [ to stay at s50-that an 2ssessment
could be conducted to determine a proper placement for Mr. which he voluntarily sought.

L R stoiod that Vi SRR packed up his own belongings and his mom was going to
pick up the things he could not take with him ®° Administrator spoke to the Medical Care
Provider because Mr. [l stated he was leaving so the Medical Care Provider could make
some recommendations about Vir. [IEEE medications since he was leaving the facility.

¢} Once Nr: [ mede suicidal statsments® and threatened emplovees of | ENENNNEE for miertering
with his medication, | IR ¢l it was appropriate for it to discharge M. [l from the
Tacility under the rules and regulations and guidelines of the facility and the State.

L R o concemed about the safery of Wir] | and others at the facility,
Administrator 1s & registered nurse and is legally obligated to contact EMTs if she comes to the
reasonable conclusion that some might be suicidal.

]

} MNursetestified in the DHHS hearing that vir. [ refused to return to NN B When he was in
thie emergency room. She also testified that she fel: Wi [ bad given her the impression that he

wasnot wanted 1o

i Murse further testified that she was under the assumption that Mrnd.: not packed his
own boxes and had been foreed o leavel | Nursealso testified thar onmore than

“vir. [ bad showr a nurse that day that he cleaned out his drawers, and he was all packed up,

" During the hearing, 2 nurse testified that Mr, [EBI 1014 her that he was going to & hotel 1o Kl himself

Sl

(¥4
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2 Mr I -csidency at

one occasion she had seen some patients returned to MMM 2(c7 2oing to the hospital
and others did not. Nurse agreed that if a patient did not want to go back to a facility, it would
be a violation of his/her rights for the hospital to force that personto go back to the facility they
‘had come from.

il  When Administrator spoke to Nurse while Mr was in the hospital, she Toarned that
Nurse was not calling to inquire about whether || NG would readmit Mr. [HgNRE but
was calling to find out abont Mr. [\ wheeichair. Nurse told Administrator that Mr.

- was not coming back to the facility.

| was not terminated by-the facility. M. Voiumari}‘f'lﬁﬁ
 be returned there after he was not able to be nlased in ane

- e corvacre, S

IR -G b only asked to

facility on or before December 13, 2013. By thetime Mr,
the bed had been filied.

k) Responden“ is mot 2 mentdl healthcare facility. The language in the brochure refers to the dechine in.a
“physical™ condition of & patient.

iy Residential Coordinator testified ir the hearing that Mr. JjjJli 1eft before discharge papers could be
‘prepared. Admimistrator also testified that a discharge summary was prepared COntempoeransousty.

$ i, JJE was ot allowed readmission: to | NN bt be ves aiso denied admission to other
facilities as well. | I o<iicved this was due to his bebavior.”

ky i R was denied readmission to M Cue his mental health history as well as the fact
that he “made 2 voluntary discharge and threatened others.”

1) Inthe past five years, there was a discharge somewhat similar (but not exactly :ﬁmﬂaf}’te' that-of Mr.

IR . 90 year old resident threatened her roomumate on numerous occasions and was
involuntarily discharged. DHHS found in that instance that the resident could properiy be discharged.

m) While Complainant may have some level of mental impairment, Complainant is-capable of making
substantial life decisions, including decisions about where he wants.to live or whether he could
voluntarily discharge himself from any facility where he is housed.

The Contract for services signed by Mr. “ and provides that, “,.. if [ie resident’s]
needs exceed | B coility o p‘rovlae services, will agsist [the resident] in
malking other arrangements including moving somewhers else, if necessary.”

The Contract also provides that | EEEEE i1 help Mr: R errange wansportation but costs of
trangportation are not included in this assistance.

" o the hearing transcript Administrator testified that Vir: [l told ber that he had 10 other prior placements and no
one would take him backafter he leff

h
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&) The Contract states that residents’ rights related to (discharge are attached at Appendix B, but there was no
Appendin B attached to Respondent’s submission.’

-

7} The following exhibits are attached to this Report:

2} Exhibit 1: mursing notes related to Mr. [N residency ot BN
b} Exhibit 2: pre-treatment and during treatment hospital notes for Mr. R
¢) Exhibit 31 transcript of a voice mail message from Administrator to Mr. [ attorney.

@) Exhibit 4; R discharge policy.

8) The nursing notes for December 3, 2013, stated that the EMTs who showed up for Tvir. [l had to wait
outside for law enforcement, which is their standard practice.  The pre-hospital notes from the EMTs that
dealt with Mr. R state that N B director wanted the EMTs to stay outside until law
enforcement showed up.

a) During the hearing, Administrator testified that she thought this part'of the pre-hospital notes was false
because she did not stop the EMTs from entering the facility without law enforcement.

. b} The notes also state that “the state trooper states that the [ Administrator] does not want vir. [
there anymore™. The transcript of the hearing shows that Administrator clarified her statement to mean
that she:did not want him there anymore because he was suicidal. Administrator further stated that Mr.
B v o coving R o is own. but when he became suicidal she hadl to call and
mtervene because she was afraid he would hurt himself,

9) The hearing transcript reflects that Administrator stated that when someone decides to leave the facility,
does not just immediately sav you have to leave.

10) Administrator began placing calls to fill Vir. | S bed the day he told [N hc was leaving.

11} Respondents did not provide any documentation showing that M. had 2 prior history of being
suicidal.

V. Amnalvsis:

1} The MHRA provides that the Commission or its delegated investigator “shall conduct such preliminary
investigation as it determines necessary to determine whether there are reasonable grounds to believe that
unlawful discrimination has occurred.” 5 MUR.S. § 4612(1)(B). The Commission interprets the
“reasonable grounds” standard to mean that there is at least an even chance of Complainant prevailing in a
CIVH action

' Respondent provided its discharge procsdures as part of a regnest for additional information.
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2) The MHRA p]tovm..,sﬁ 23 uzm that any: person has the right to Tent or lease 2 housing accommodation or
mﬂa}zﬂ in the facilities or services of a housing accommodation witheut discrimination on the tasis of
disability. 5 MRS, §&381-—A(‘i}®) 94-348 CMR. Ch. &, § 8.04(8)(3).

(5]
[

The WMHRA also provides, in part, that it s “unlawiul for a person o coerce , intimidate, threaten or

interfere with. any individual in'the exercise or enjoyment of the rights grmi:ed orprotected by this Act”, 5

FLRS. § 4633(2), or to “evict... anytenant of any housing accommodations because of physical or mental
disability.” 5 MLR.S. § 4581-A(1XE).

4) The Commission’s housing regalation, which interprets § 4633(2}, provides that:

A Tt shall be unlawful to coerce, intimidate, threaten, or interfere with any pm’s@nm'theﬂxercﬁgs or
enjoyment of, .or on account of that person having aided or emew:agﬂa any person in the exercise-or
enjoyment of, any right granted or protected by this part.

B. Conduct made mnlawful under this sechon inciudes, but isinot Iimited to...

{2) Threatening, intimidating or interfering with persons in their epjoyment of a dwelling because of the
race or:disability... of such persons...

94-348 C. MR Ch 8,8 808,

5} Here, Complainant alieged that he was discharged/evicted from his bousing facility and denied
readmittance and the ability to “age in place” on the basis of his mental & sabﬂiw Respondent statud that
Complainant voluntarily discharged himself and that it had had filled his'bed by the time he asked to e
readmitted to the facility.

&) Because the disability discrimination claim doss notinvolve direct evidence®, Complainant establishes &
prima-facie case of unlawful housing discrimination with respect to his eviction by proving {1} he wasa
meriber of a class protected under the MHRA; (2) Respondent was aware of his membership in that class
at the time of the eviction; (3) he 'was willing and qualified to continue the housing accommodation; and
(4) Respondent refused to permit him to-continue the housing accommodation. See Radecki v, Jowra, 114
F.34 115, 116/ (8th Cir. 1997).

7) Complamant: estabhshes a prima-facie case-of unlawful housing discrimination with respﬁc:a to being
refused readmissior’ to the housing accommodation by proving (1) he is.a member of & protected class; (2)
e applied for and was gualified to live at [ I (3) that Respondent rejected hum for admission;

¢ Complainant argues that Administrator’s testimony at the DHHS hearing. (“Wher the hospital said would you ever
consider a reagmission, Isaid no based on his mental bealth history™) was itself direct evidence of discrimination. Weao
not decide nere that 1 is, or is noi, direct-evidence; instead, 'we utilize the traditional burden-shifiing analysis.

S Complainant also alleged that he was not aliowed to “age in place”™ due to his mental disability. Because this-clatm ig,
in essence, identical to the claim that Respondent would not readmit him —which had the effect of denying him the
opportanity to “ags in place” —this claim is not analyzed separately, butis considered part of the readmission issue.
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and {4} that the housing accormmodation remained available thereafier, See United Stares v. Grishmanr, 818
F. Supp. 21, 23 (D Me. 1993); HUDv. Blackwel}, 908 F.24 864, 870 (11% Cir. 1990),

8) Omnce Complainant has established a prima-facie case, the burden of production, but not of persuasion,
shifts to Respondent to articulate e legitimate, nondiscriminatory reason for its action. See United States v.
Grishman, 818 F. Supp. at 23; HUD v, Blackwell, 908 F.24 at 870; Dovie v. Dep 't of Fumarn Servs, 2003
ME 61,915, 824 A£.2d 48, 54. After Respondent has srficulated e nondiscriminatory reason, Complainant
must {to prevail) demonstrate that the nondiscriminatory reason is pretextual or irrelevant and that unlawiul
discrimination brought about the adverse housing action. See id. Complainant’s burden may be met either
by the strength of Complainant’s evidence of unlawful diseriminatory motive or by proof'that
Respondent’s profiered reason should berejecied. See Cookson v. Brewer School Department, 2009 ME
57,9 16; City of Auburn, 408 A.2d at 1262, 1267-68. Thus, Complainant can meet his overall burden at
thisstage by showing that (1) the circumstances underiving the articulated reason are untrue, or (2) even if
true, those circumstances were not the actual .cause of the decision. ‘Cocofson v. Brewer School
Ligparimen:, 2009 ME 57,9 16.

9} Inorder to-prevail, Complainant must show that he wouid not have suffered the adverse actnion but Tor
membership in the protected Class, dithough protected-class status need not be the only reason for the
decision. See Maine Fumar Kights Comm 'nv. City of Aubure, 408 A.2d 1253, 1268 (Ms. 1979).

10} Complainant has stated e primea-facie case of discrimination based on disability both with regard 1o hiz
‘eviction and with regard to the refusal 1o readmit im. Complainant has shown that he was 2 member of 2
protected class, Respondent was aware of his disability, Complainant was gualified and willing to continue
staying at the facility, and Respondent refused to allow him to continue to stay at the Tacility, With regard
to Complainant’s efforts to retumn to the housing, Complainant was eligible for the housing and was
rgjected, while 2 bed may have been available,

11) Respondent has stated a legitimate non-discriminatory reason for Complainant’s discharge and its decision
not to readmit him: Complainant voluntarily discharged himself and was not readmitied because of his
behavioral issues and his bed was already filled when he sought to return to the facility.

12y At the final stage of the analysis, Complainent bas demonstrated at least an even chanceof suceess in 2
lawsuit and that Respondent’s reason for the adverse housing action was pretextual and/or irrslevant, with
reasoning as follows:

. Therecord in this case shows that Complaimant stated he was going to leave the facility on at least one
prior ocoasion while he was & resident at Respondent’s facility. In the prior instance, Respondent
researched other placement oppormunities for Complainant and comymunicated his options to him, but
Fespondent did not start discharge paperwork for Complainant. Complainant ultimately decided that
he was going 1o stay af the facility.

b. In confrast, during the days leading up to Complainant’s discharge in December 20132, Complainant
again indicated that he was planning to leave the facility. In this Instance, Respondent did provide
documentation to show that & discharge summary had been started for Complainant, but i did not
foliow its express discharge policies and procedures with Complainant. It isnot at all clear prior to

December 3, 2013 that Responaent was in the process of discharging Complainant.
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The evidence here does support Respondent’s claims that Complainant had indicated his desire to leave
the facility, but it is clear he did notlsave on his own accord; it was Respondent’s actions that forced
him to leave the facility. Even though Administrator discharged Complainant after he'was told he had

0 leave with EMTs and law enforcement or be *“biue papersd”, Respondent disputed in the DHHS

hearing that Complainant was discharged from the facility under emergency circumstances. This is 0ot
persuasive.

Administrator stated inthe DHHES hearing transeript that Complainant had expressed suicidal ideations
in-the past, and that his history, his December 3, 2013 expression of suicidal ideation, and hismental
health were among the reasons he was'tdken from the facility on December 3, 2013, and then denied
readmission to the facility,. ‘While Complainant may have been a difficult resident, the record does not
reflect-or show that Complainant had past suicidal ideations. In particular there is no mention of past
suicidal ideations in the nursing niotes provided by Respondent, and Respondenit did not provide
additional documentation related to pastincidents of Complainant’ s suicidal ideatons.

Complainant did not leave the facility.on his:own terms, and was forced to leave in'part dus to his

‘mental disability. -Complainant did net haveor get:a chance to comeback. Further, Respondent’s
actions in-not following its own discharge policies and the changing classification of Complainant’s

departure from the facility creates pretext.

Respondent had admitted Complainant to its facilities with the lmowledge of His disabilifies, butit
appears that Respondent effectively changed its mind-once Complainant’s disabilities became more

‘pronounced. Ttalso appears that Administrator’s deeision to discharge Compiainant and refuse to allow

him to retorn ‘was influenced by his mental disability, Administrator testified to the effect that while
individuals with physical disabilities would not be removed from the facility, the promise to “age in
place” did not apply fo mental disabilities. Respondent’s decisions here — to remove Complainant
involuntarily without following its own discharge processes, -and to not allow him to'return — were
influenced by Complainant’s.mental disability.

The fact that Complainant had notified Respondent of his intention to leave remains a factual hurdie for
Complainant; based on the record, however, Complainant has shown that he has af least:an even chance
of successin a lawsuit.

13) Disability discrimination in housing is found.

¥1. Becommendation:

s

Forthe reasons stated above, it is recommended that the Maine Human Rights Commission issue the following

findings:

e

There are Reasonable Grounds to belisve that Respﬁﬁdenﬁ“ Inc. discriminated against
Comptainant [ iz hovsing on the basis of disability, and conciliation should be attempied in -
aceordance with 5 MLR.S. § 4612(3). ’

I Suwcco g Fail
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Amy b@wmsan? Executive Director Victoria Ternig, Chief Intetigator
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EE: STATEMENT OF FINDING —
Hi4 5

Diear M. Joyee

The Commission has conducted an investigation of the above compilaint of discrimimstion and has determined
fhat there are reasonable grounds 1o believe fhat unlawful discrimination has ocourred. The decision was besed
on informetion received during fhe cOUTSE of investigation of the compiaint inciuding the Investigator’s Report,
any written submissions, end any oral preseniations made.

Pursusnt to $4612(3) of the Maine Human Rights Act, the Commission will endeavor 10 resolve the reasonable
grounds determination. Both parties will be contacted by the Commission’s Compiiance Officer to discuss
resolution of this matter, I no gattiement is reached, the Wiaine Fumsan Rights Act guthorizes the filing ofe
civil action in Superior Court.

It is important to note thet all information relating 1o the conciliation process is confidential without the written
consent of gl parties. The Maine Humen Bights Act provides that you may pursue this matter on Your oW

We hope that an amiable resolution can be achicved.
Bingerely yours.
{:’3

Ay M. Speirson
Executive Director
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Home, Hope and Healing, Inc.

Hearing LD 155

Good afternoon Senator Brakey, Representative Gattine and the distinguished
members of the Health and Human Services Committee. My name is Jill Lufkin
Robinson and | am from Oakland, ME. 1am here to support LD 155 a conceptual
bill that would improve housing options for Maine residents who have complex
medical conditions such as severe head trauma or are ventilator dependent.

My sister, Jane Greenblatt and | started Home, Hope and Healing, Inc. nearly 13
years ago. It is a home care company that specializes in the treatment of
medically complex children and adults throughout the state of Maine. Over the
years, we have cared for scores of medically complex cases who have come home
directly from Intensive Care Units across Maine and New England. During those
years we have taken care of dozens of ventilator dependent clients and when
necessary have helped them find placement when their families could no longer
care for them. Sadly a number of our consumers have elected to come off the
ventilator and die rather than go into a facility or have their family continue to
bear the burden of their care. We provide almost exclusively skilled nursing, RN,
LPN services under section 96 of the MaineCare manual, to consumers in need of
complex medical care in their homes. This program is called Private Duty Nursing
and meets the needs of clients with 24/7 medical care requirements. This
program has a predetermined maximum monthly cap of 20,682/individual. The
consumer must meet strict medical criteria in order to quality for this program
such as ventilator dependence. That is not the tough part. In order to qualify for
this PDN level V service, they must also have a place of residence and family
support that can meet their needs (a contingency for care) in the absence of
nursing staff. Here-in lies the problem for many of these Maine residents.
Without a contingency of care, home skilled nursing is not a viable option.
Facilities such as hospitals and skilled nursing homes become their only choice.
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We believe Maine can build on a service that is already in place by combining
Private Duty Nursing, Section 96, with a housing option that includes a
contingency for skilled care. Instead of sending these residents out-of-state for
their care as is the current practice, we believe it is in the best interest of Mainers
to care for them here in Maine. Not only will this keep Maine Residents here
close to friends and families, but it will create jobs and provide a revenue base
through taxes for the State. We believe there will also be a significant cost
savings to the State. Instead of sending our Maine and Federal dollars for PDN
care out of state we will keep those dollars in state. By doing this we can take
advantage of Maine’s Section 96 multi-client rate which allows providers to
provide nursing services to 2 clients and bill out at a reduced rate. See attached
rates.

We propose the housing be offered in small residences where each client would
rent a room and would have the feel of a non-facility setting. The home could
house 3-6 residents. Skilled nursing services would be provided around the clock
under section 96 funding. Each of the residents would be responsible for their
monthly rent/living expenses which could be paid through their monthly
Medicare checks or other means.

Maine currently has 110 patients in hospitals every day who have nowhere to go
except to out-of-state facility settings. A number of clients from hospitals have
already been sent out of state to facilities both in NH and MA. This is not a
problem that will resolve itself. As technology increases and life spans are
extended, we are seeing an increase in the need for complex care outside of a
hospital or skilled unit setting. This is a growing need throughout the country.
Maine has the opportunity of creating a new model of care that combines its
current programs with a new housing option. We have the opportunity to set the
standard of home care for this medically complex population and to be leaders in
solving this challenging national concern.

To summarize, we can take care of Maine residents with complex medical needs
here in Maine outside of hospitals. This can be done by combining a housing
option with a current MaineCare program, Section 96 Private Duty Nursing. By
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keeping these vulnerable citizens in Maine, we care for our own, save money,
create jobs and increase tax revenues. We believe their quality of life would be
greatly enhanced in this home-like setting and that Maine could become a leader
in finding solutions for this growing population.
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Questions regarding proposed “Vent House”

. What types of nursing services are being propsed for the

patients who reside there (RN, LPN, CNA, Respiratory

Thera py)? Itis planned that there will be a 2:1 ration of 2 patients to 1 skilled
nurse for both the day and night shifts. If an LPN is utilized, they will work with an
RN. The day shift would also have PSS support to provide for IADL needs such as
grocery shopping, cooking, cleaning and running needed errands.

What will be the staffing pattern/proposal (rations)? 2

clients/nurse

. What is the anticipated length of stay for the patients? These are

LTC patients that may live in the residence until they die or choose another
location for their care.

Who will be residing/living in the building (patient, family,

Staff)? Only patients will live in the residence. It will be staffed 24/7 with a 24/7
on-call system as a backup to unforeseen events.

What is the proposed room lease? The lease will vary depending on
income and ability to pay by providing a sliding scale based upon income. We are
making all the changes necessary for patients to be able to access section 8
housing for those with medical handicaps. The lease will also depend on the size
and location of the room. Two are larger and more private and may attract private
pay clients.

What additional services will be provided (Dietary, laundry,

housekeeping, pharmacy and medical gas, maintenance)? Meal

preparation, laundry, housekeeping and maintenance will be provide as part of
their rent. Medical gas will be provided by each patient's respiratory vendor.

. What is the arrangement for physician services and 24-hour

emergency coverage? Each patient will have a POC developed by an RN in
coordination with the patient's primary physician. An on-call RN is available to
answer staff's concerns and 911 will be assessed for 24/7 emergencies

. What are the expected patient limitations? They will be totally

dependent on all ADLs and bedbound or wheelchair bound. They may be able to
function off their ventilators for periods of time. Some others will be totally
dependent. They will be transferred via hoyers which are supplied by their DME
providers as will be their hospital beds. All of their supplies will be ordered
through their DME and kept separately in storate areas in their rooms.

. What is the proposed equipment maintenance program —

especially related to the ventilators? The equipment will be owned by






the respiratory vendors and serviced by them just as they are done in a private
residence. We have spoken with one national company that we work closely with
and they are pleased about the propect of having a place for the patients to go and
are looking forward to working with us in this setting.

10. What is the physical plant proposal in regards to Life Safety
code requirements for protection in place, emergency power,

call system and floor plan? we will be working with the Fire Safety
Marshall as we get closer to completion. We are installing an emergency
generator that will power the entire residence. We are adding two exits to the
two bedroom which are the furthest from the other 3 exits. They will be wide
doors that can accommodate rolling the beds out onto a deck with ramp for
swift evacuation should there be a fire. The two other rooms are close to exits
with disability access. The generator will come on immediately and automatically
should power be lost. There will be two stretchers available near the other two
bedrooms should evacuation be necessary. There are hard wired smoke alarms
and 3 fire extinquisher located throughout the residence. Fire drills with timed
evacuations will be part of safety program as directed by fire marshall.

11.What is the plan for infection control?waterless hand cleansing dispencers
will be located in each client room, and in the living spaces. The three sinks will have
asceptic cleansers and towel dispensers readily available. Standard Precautions will be
followed for each patient and PPE equipment will be available for all staff. Equipment care
will be according to the vendors recommendations just as it would be in any other
residence.

12. What is the proposal for administration and management

oversight? This vent house is 10 minutes from HHH's main office and its
administrator and Director of Clinical Services will oversee its management. A team
leader will be chosen to administer the day-to-day functions when the staff is hired
for the house. As this is a new venture and new model of care, we will be very
involved to assure its success and that the client's receive safe, effective, high
quality care. There is a large training room in the finished breezeway between the
main house and the garage. HHH staff will receive training there which will bring

agency administration staff fequently to the vent house.
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 BECAUSE EVER) FAMILY WITH ALS MATTERS.

October 26,2015

RE: Testimony to LD 155 Commission (Expanded Comments)

Thank you, Senator Katz, Representative Gattine, Representative Malaby, as the bill sponsor and
members of the Commission, for receiving our comments on this important piece of legislation.
My name is John Gregoire, and I'm here with my lovely wife and caregiver, Linda. We live in
Windham, Maine. We are Co-Founders of The Hope-JG Foundation which, among other things, is
dedicated to building a world class, ALS/MS Residence in Maine. We are here to ask you to ensure
that neurodegenerative diseases remain included in the final version of this bill. | know it's been
a long day for everyone, and time is running short. I'll make some brief comments, out of respect
for everyone's time. You'll also find an expanded version of my comments, as well as information
regarding our foundation, in the red packets we've handed out.

[t may not look it from my stunning appearance, but you are looking at a dying man. | have ALS,
for which there is no cure. The Doctor who gave us the definitive diagnosis said, without question,
I had 18 months to live. That was in December of 2007. Maybe the Doctor was just wrong. But, |
think. Check that. | know, it's because I've had the benefit of a loving caregiver and advocate, in
my lovely wife, the best nutrition, which we had to fight for, (I have a feeding tube, so | rely on
a formula and we found the world's only, whole food, organic, formula). And, we’ve beenbles'sed
to find the best technology and clinicians available for communication, to keep me socially

engaged. That, is what our residence for ALS and MS patients will provide, and that's only phase
one, but, we have to start somewhere, right?

Our vision to build a world class ALS, MS Residence in Maine is a daunting task. It is also a vital
one. There are currently, no long term care facilities in Maine willing to take patients with ALS -
particularly patients who are ventilator dependent. That may have changed, since the recent
increase in reimbursement rates. However, from what we've heard in our discussions with
operators and managers of nursing homes, | don't think so. Care of ALS patients is just too labor
intensive for a traditional nursing home. Just ask my wife how intense my care is, even with help.
The families of those who do choose to ventilate, but can't care for them at home, are faced with
the heart wrenching decision to send their loved one out of state. For this reason, many patients
with ALS, who could continue to live productive lives, choose not to vent. And those people soon
die. We aim to change that heartbreak into hope. We know many people, with
neurodegenerative disease across the country, who are being cared for, at home, and in
residential settings such as we will build, who are tutoring, making films, and even skydiving. All
because they have found clinicians and administrators, who didn’'t view them as liabilities.




There is information in your packets that tells a bit about the “how” we plan to fund and build a
world class ALS/MS Residence in Maine. We are in the final stages of shaping a capital campaign
for construction and to create an endowment for operating costs, over and above what insurance
will pay. The funding, financial feasibility, bricks and mortar are all achievable, if this body has
the fortitude to enact this legislation. Francis Bacon said: "Fortitude is the marshal of thought,
the armor of the will, and the fort of reason.” | have confidence that this Commission, as a group,
reflects those attributes, because you, represent the best of Maine. We believe Maine can, as it
has done before, lead the nation by showing how we take care of our own. That Maine can show
the world that we embrace innovation as a way of honoring and enabling our afflicted neighbors,
rather than warehousing them, or worse, rushing them into hospice.

Our foundation has identified six Innovators from as far away as Lisbon, Portugal, who have
developed disruptive technologies, products or services which can enhance the lives of the
disabled. Notice | used the word "disabled”, not just "ALS". Our primary goal is getting a first, fully
automated, Green House Certified, ALS/MS Residence up and running in Maine. We plan using
these products and services, as appropriate in our residence. However, through our Innovator
initiative we will develop a global reach by nurturing disruptive innovations which can benefit
people around the world suffering the ravages of a host of afflictions. We believe the additional
touch points we will continue to create with a broad spectrum of disease groups will enable our
foundation to help more people in Maine and around the world. By identifying innovative products
like Liquid Hope, (which we mentioned earlier). Liquid Hope is the world's only certified organic,
non-GMO, sugar, gluten and soy free, whole foods enteral feeding formula. We believe we can
improve the health of patients with a spectrum of diseases who require enteral nutrition. We can
also save the people of Maine and Health Insurers valuable dollars by avoiding the often under
reported complications inherent with commonly prescribed, sugar, soy and chemical laden
commercial formulas.

There are other great success stories within our Innovator “family”. The first version of Eyespeak,
a pair of augmented reality eye glasses on which a speech impaired person can type on a virtual
keyboard using their eyes (regardless of their head position) and which will "speak” what is typed,
has been delivered. (And, Eyespeak is about $13,000 less than currently available Medicare
approved Speech Generating Devices.) Another Innovator from Brown University, is making eye
tracking devices for people from cheap, easy to procure parts for as little as $30. Still another,
from Sheffield University in the UK, is finishing final field trials of a cloth, fully customizable neck
brace specifically for people with neurodegenerative disease. I've had the fortune to try it and
it's a stunningly elegant and effective design. And finally, there is VocaliD (pronounced: vocality),
started by Dr. Rupal Patel of Northeastern University. VocaliD gives back a unique identity to
speech impaired people who use synthetic voices to communicate now. There are currently about
20 synthetic voices used by over 3.5M people worldwide — so many people slung the same,
regardless of age, build or even gender.

More important than the “how” we will do this is the “why” At any given time, Maine has
approximately 90 ALS patients and their families, battling this still incurable' (and financiatly
devastating) disease. Our state also has a significantly higher rate of MS than the national average.
Maine also has a significant lack of neurologists who are not experienced or specialized in the
latest therapeutic, holistic or technical advances which can enhance, and extend the lives of
patients afflicted with this family of rare neurodegenerative diseases.



The "why”is because we should. The “why” is because we can. The technology and new, patient
centered care models are out there. Vented, and non-vented ALS and MS patients can live quality
lives. We owe them the same opportunity that other difficult to place patients will get. A
private/public partnership, is the way to do it. Notice, | put “private” in front of “public”. That
was by intent. The people,. corporations,and private foundations of Maine, can and will do this, if
this Commission only paves the way.

We are more than happy to speak with any Commission members separately, or, to return to
address the Commission as a body.

Thank you for your time.

John A. Gregoire
Co-Founder
The Hope-JG Foundation



ADDENDUM A
(From: H.P. 113 - L.D. 155
Resolve, To Establish the Commission To Study Difficult-to-place Patients
Section 5 - Duties of the Commission)

1. Identification of categories of patients with complex medical and mental health
conditions who are unable to be discharged from hospitals because there are no
facilities or providers who are able to care for them or to accept them for care;

As stated in our commentary (attached) it is our sincere hope that the Commission will
recommend inclusion of neurodegenerative disease as a class addressed by this legislation.
Not only for alternative housing options, but also recommending to DHHS that, for home
care, neurodegenerative disease be included in the OTR (Other Related Conditions)
category.

2. A description of how patients with complex medical and mental health conditions are
placed currently, including the involvement of staff from the Department of Health and
Human Services;

As far as our research can tell, patients with neurodegenerative diseases, especially ALS,
are not wanted by traditional nursing homes in Maine. Our foundation knows of one vented
ALS patient, from Bangor, who was eventually placed in a home in Biddeford. We were
told by that home’s manager, that they wouldn't do it again. We were approached by a
family who has a relative in a small, 8 bed nursing home Downeast, that the patient was
asked to leave because “his care was too intense”. Most important is the fact that the
traditional nursing home is not equipped to provide quality care for an individual who
remains cognitively aware but is completely, or partially paralyzed and perhaps vented.
There is a specialized quality of care the traditional nursing home cannot provide
profitably. That is why our plan includes partnering with a like-minded, mission driven
non-profit, already operating along term care facility.

3. Identification of primary barriers to placement of patients with complex medical and
mental health conditions currently;

For neurodegenerative diseases, our take is that the most significant barrier is that these
diseases are progressive by definition. Therefore, the care needs evolve over time,
increasing in intensity of care. A patient may progress slowly, and have needs which
remain stable for years. Conversely, a different patient may progress from needing a
walker, to a wheelchair and being bedridden and totally paralyzed and ventilator
dependent within 18 months.



4. A description of facilities in which patients with complex medical and mental health
conditions are currently placed, including whether the facilities are in-state and the
costs associated with the patients’ care;

We are modeling our proposed residence after the 10 person Steve Saling ALS/MS
Residence, housed in the 100 person Leonard Florence Center for Living in Chelsea, MA.
The Leonard Florence Center is the nation’s first urban Green House. The Green House
model was developed by Dr. Bill Thomas and is the care model we plan to deploy in our
residence.it was designed as an elder care model but has proven to be highly effective
with the disabled population as well. We strongly encourage members of the
Commission to tour the Leonard Florence Center and the Saling Residence. We would
be happy to arrange a tour.

5. Options for increasing availability of residential care and long-term care facilities,
including conversion of existing facilities such as hospitals, nursing homes and the
Dorothea Dix Psychiatric Center to long-term care facilities for specialized populations
that are difficult to place for care, such as ventilator-dependent patients,
geropsychiatric patients and bariatric patients;

Again, specific to neurodegenerative disease, we feel strongly that, to effectively deploy
the innovative care model required to best serve this population, new construction is
required. The cost to retrofit an existing facility with the residential amenities which
make this model work, would be cost prohibitive.

6. Rates of reimbursement necessary to operate facilities to manage patients with

complex medical conditions, including psychiatric conditions and neurodegenerative
diseases;

We do not have data for the state if Maine as of this time. We do have the following
Medicaid numbers for the ALS/MS residence in Chelsea, MA:

The Medicaid rate for Leonard Florence Center:
Case-mix rate T:

MS and ALS (non-vented) - $301.83

ALS Vent program - $530.54

7. Any other issue identified by the commission; and be it further



Who is John Gregoire and what is the Foundation ali about?

John was in the early stages of launching his second consulting firm when he was diagnosed with ALS
in December of 2007. He was given 18 months to live. Together with his wife Linda, the couple vowed to
take on each challenge as their "new normal”. Years later, after advocating for ALS and ALS research in
Washington, DC and closer to home, the couple saw an unmet need for families living with the disease.
They've connected with hundreds of families and have seen that technology, education (even within the
medical community) and innovative care can make a tremendous difference in the quality of life of the
afflicted and their families. Their recognition of the unmet needs of families with ALS led to the formation
of The Hope-JG Foundation.

The Hope-JG Foundation is a 501(c)3 Non-Profit corporation dedicated to helping families living with
ALS and other neuromuscular diseases, live life to its fullest by leveraging existing world class
technology, supporting technical innovation and biomedical research. The foundation's initial, primary
missions will be twofold:

- To establish a world class ALS/MS Residence in Maine similar to the first of its kind facility
founded by Steve Saling and Barry Berman at the Leonard Florence Center for Living in Chelsea,
MA.

- To inspire and promote innovative technologies which enrich the lives of families living with ALS
and other neuromuscular diseases.

What is ALS and how many people affected by this?

Amyotrophic lateral sclerosis (ALS), sometimes called Lou Gehrig's disease, is a rapidly progressive,
invariably fatal neurological disease that attacks the nerve cells (neurons) responsible for controlling
voluntary muscles (muscle action we are able to control, such as those in the arms, legs, and face). The
disease belongs to a group of disorders known as motor neuron diseases, which are characterized by
the gradual degeneration and death of motor neurons.

Based on U.S. population studies, a little over 5,600 people in the U.S. are d|agnosed with ALS each
year. (That's 15 new cases a day.) It is estimated that as many as 30,000 Americans have the disease at
any given time. (Source: The ALS CARE Database)

Where does my donation go?

Donations to The Hope-JG Foundation go to our mission of building an ALS/MS Residence in Maine as
well as our ongoing support for innovative approaches to care of the afflicted and their families. Our
staff. Board and Advisorv Panel are an all volunteer force.




'BECAUSE EVERY FAMILY

Partner with a like minded Long Term Care provider in Maine to build a 10
bed/person ALS/MS Residence with additional respite space.

Together, develop a plan for renovation or construction with input from
The Green House Project team.

Initiate a capital campaign and engage with philanthropic groups to cover
construction and ongoing operational costs.

Begin construction.

Continue to identify and develop relationships with world class Innovators
to enhance the lives of residents and other disabled individuals.

Support the residence thru ongoing fundraising, philanthropy and
(hopefully) an operational presence at the residence.

*Our ultimate financial goal is to endow each of the 10 beds in the residence to secure long term viability.




THE

HOPE JG

FOUNDATION

ALS/MS RESIDENCE

The vision for this specialized residence is based on the Green House® model, a unique concept
intended to deinstitutionalize long-term care by eliminating large nursing facilities and creating a home
within a community setting.

The ALS and MS Green House® residences are "smart" houses that promote and support
independence, regardless of the stage and/or progress of iliness. Due to the unique architecture,
small footprint of each Green House, and innovative technology, wheelchair-bound mdwnduals have
independent mobility with meaningful choices and dignity.

THE GREEN HOUSE® PROJECT

THE GREEN HOUSER® Project offers a model for long-term care designed to look and feel like a real
home. Over the last decade Green House homes have set a new standard for quality care with a
model that is both proven and practical.

Today there are hundreds of Green House homes open or in development in the majority of states.
Our evidence-based model has been proven — through independent research — to be effective,
feasible and sustainable. Our technical assistance is a big reason why The Green House Project has
become a preferred partner in helping organizations meet demands of the changing long-term care
market.

WHAT CAN 1 DO?

We have need for committed people with experience or expertise in fund raising, video production,
event planning, grant request writing, networking, accounting, graphic arts, copy editing, finance,
media, public relations, healthcare regulations, long term care, technology or administrative support. If
you have a heart for families fighting incurable disease... WE WANT TO HEAR FROM YOQU!




