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Shriver Clinical Services
Corporation

1993

started to employ physicians and nurses who work
in Massachusetts state facilities

funded in total by the Massachusetts Department of
Mental Retardation

Shriver Clinical
Services Corporation

Social Role
Valorization influenced
our work and focused
it on community
services

Conrad O’Donnell
1953-2006

Shriver Clinical Services
Corporation

1994 Social Role Valorization influenced our
work and biased it toward community services

by 1999 The SRV Implementation Project

Shriver Clinical Services
Corporation

1994 Social Role Valorization influenced our
work and biased it toward community services

by 1999 The SRV Implementation Project
The Medical Safeguards Project

Shriver Clinical Services
Corporation

1994 Social Role Valorization influenced our
work and biased it toward community services

by 1999 The SRV Implementation Project
The Medical Safeguards Project
Family Lives

Shriver Clinical Services
Corporation

Medical Safeguards Project

Family Lives

SRV Implementation Project
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Shriver Clinical Services
Corporation

Medical Safeguards Project SRV Implementation Project
Habilitative Services
Institutional Medical Services

5 million dollar revenues

Shriver Clinical Services
Corporation

Medical Safeguards Project SRV Implementation Project
Habilitative Services
Institutional Medical Services

5 million dollar revenues

70 employees
3.5 FTE physicians
10 nurse practitioners
2 registered nurses
occupational, speech, physical therapies
trainers and consultants
administrative staff

Family Lives

a non-profit corporation funded by
Medicaid and private insurers

Family Lives

14 million revenue

Family Lives
14 million revenue

335 employees
registered nurses
licensed practical nurses
physical therapists
other therapists

Community Health
Accreditation Program
(CHAPS)
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What does Shriver Clinical Services
Corporation and Family Lives
have in common?

SRV based and inspired

What does Shriver Clinical Services
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all SRV based and inspired
innovative in the field

challenge existing standards of service for
impaired people

What does Shriver Clinical Services
Corporation and Family Lives
have in common?

all SRV based and inspired
innovative in the field

challenge existing standards of service for
impaired people

depend upon government funding

Andre Blanchet MD

President of Board, Family
Lives

The Current Health Care
Status of Children with
Impairments in
the United States

Demographics
0-21 years

» Any Developmental Disabilities: 13.87%
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Demographics
0-21 years

» Any Developmental Disabilities: 13.87%

* Learning Disabilities : 7.66%(inc.ADHD 6.69%)

* Other developmental delay
(M.R. ,AUTISM..,) : 3.65%

* Other Health Impairments: 2.06%
* “Family Lives” Children: 0.02%

Health Care Programs for Children With
Impairments
2 sources of funding

*Public
*Programs:
*Federal
«State

Health Care Programs for Children With
Impairments
2 sources of funding

* Public

* Programs:

* Federal

« State

* Private

e Insurance

e i.e. Harvard Pilgrim,

» Kaiser Permanente,

« Blue Cross Blue Shield
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Health Care Programs for Children With
Impairments
2 sources of funding Medicaid

* Public
* Programs:
* Federal .
« State + Joint Federal and State Program

—medicaid
* Private
e Insurance
«i.e. Harvard Pilgrim,
« Kaiser Permanente,
* Blue Cross Blue Shield

Medicaid Medicaid
« Joint Federal and State Program « Joint Federal and State Program
» Benefits vary state to state » Benefits vary state to state

* bias toward home care

Health Care Programs for Children With

Impairments
Medicaid 2 sources of funding
e Public
* Programs:
.  Federal
. « State
+ Joint Federal and State Program —medicaid
* Benefits vary state to state _medicare
» Bias toward home care « Private
» Supported by the Olmstead Decision * Insurance

* i.e. Harvard Pilgrim,
» Kaiser Permanente,
* Blue Cross Blue Shield
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Private Health Coverage

* 69% of Americans

* Employer sponsored with employee
contribution:

* First line of reimbursement for Providers

Familiy Lives Revenue

*10% private insurance alone
*10% private insurance and Medicaid
*10% public school system

*70% Medicaid alone

additional funding sources

* MA Department of Developmental Services
* respite services private non profit

* Special Olympics

* MA Commission for the Blind

» Department of Public Health

* church groups

* voluntary associations

» Muscular Dystrophy Association

Social Movements that Affect
Services to Impaired Children

« Closure of Institutions

* The Development of Family Support

Closure of institutions

« 194,650(1967) to 13,220(2010)- A 93% reduction

Closure of institutions

* 194,650(1967) to 13,220(2010)- A 93% reduction
* 90% of children live with their biological family.
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+ 194,650(1967) to 13,220(2010)- A 93% reduction
* 90% of children live with their biological family.

A family environment through foster care and now
adoption is provided for most who are not living with
their biological parents.

Closure of institutions

194,650(1967) to 13,220(2010)- A 93% reduction
90% of children live with their biological family.

A family environment through foster care and now
adoption is provided for most who are not living with
their biological parents.

6,000 children still reside mostly in Adult Nursing
Homes.

Family Support

« Assisting families to stay intact until the child
reaches adulthood.

< Enabling families to provide needed supports
at home to their family member with a
disability

* Assisting families to have a good life and be
included in their communities

a growing concern...

* pre-natal testing to eradicae children with
impairments before birth

Intentional Medical Safeguards

Intentional Medical Safeguards

« Assuring that people with complex health care
needs have the optimal (best) medical, nursing, and
hospital care while living in their communities.
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Intentional Medical Safeguards

* Assuring that people with complex health care
needs have the optimal (best) medical, nursing, and
hospital care while living in their communities.

» Through expert consultation and dedicated
advocacy, we are providing support and knowledge
to physicians, agencies and hospitals who serve our
patients.

Jo Massarelli

Director
Social Role Valorization Implementation Project
(SRVIP)

“thoughts are giants”

Dr. Wolf
Wolfensberge
r

1934-2011

social role valorization

SR
V

major common socio-historical role
perceptions of devalued and/or impaired
people
Obiject of Pity

Burden
Forever Child
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major common socio-historical role
perceptions of devalued and/or impaired
people

Object of Pity

Burden of Charity
Forever Child
Chronically Sick patient

major common socio-historical role
perceptions of devalued and/or impaired
people

Object of Pity

Burden of Charity

Forever Child

Sick/Diseased Organism

dead, dying, “better off dead”, “other
people would be better off if this
person was dead” role

Perceptions...

The Assumption

She has spent all her life in institutions.
Never read a book or wrote a letter. Never
went to a movie. Never had a job. The
nursing home sent her here because she
got sick. We'll do our best to patch her
up...and if she recovers we’ll send her back
to the nursing home where she’ll live out the
rest of her useless days. Then she’ll die.

Perceptions...

The Truth

She grew up in a family that loved her. Her
parents thought of her as having much
potential. College was always assumed,
and she graduated with honors. Now,
nationally recognized, she writes books and
articles and counsels individuals and groups,
and travels over a large area to share her
knowledge. She lives on her own, in a
home that belongs to her. She plans to get
married. Life is good.

Perceptions...

When a person cannot speak for herself, the
assumption pulsates loudly while the truth only
whispers.

Care enough to learn the truth.
Then dare to pass it on!

major common socio-historical role
perceptions of devalued and/or impaired
people

Object of Pity

Burden of Charity

Forever Child

Sick/Diseased Organism

dead, dying, “better off dead”, “other
people would be better off if this
person was dead"” role
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Family Lives Organizational Principles

We are biased towards protecting the health and lives of the
people we serve. Therefore we will do nothing to hasten
death. All decisions are made conservatively and towards
what is life-enhancing, especially if the decision is
irreversible.

Family Lives Organizational Principles

We are biased towards protecting the health and lives of the
people we serve. Therefore we will do nothing to hasten
death. All decisions are made conservatively and towards
what is life-enhancing, especially if the decision is
irreversible.
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no longer helpful to preserve life or until the natural death of
the patient.

Family Lives Organizational Principles

We are biased towards protecting the health and lives of the
people we serve. Therefore we will do nothing to hasten
death. All decisions are made conservatively and towards
what is life-enhancing, especially if the decision is
irreversible.

Technology that a person uses as a part of their every day
care (mechanical or medicinal) shall be maintained until it is
no longer helpful to preserve life or until the natural death of
the patient.

Orders that determine the boundaries of emergency medical
interventions are to be based on clinical realities, and not a
negative presumption of “quality of life.”

Family Lives Organizational Principles,
cont.

Pain medication will be used to address pain and will not be
given on a regular and increasing basis to hasten death.

All medication shall be used to address symptoms
appropriate to the drug.

Family Lives Organizational Principles,

cont.

Pain medication will be used to address pain and will not be
given on a regular and increasing basis to hasten death.

All medication shall be used to address symptoms
appropriate to the drug.

Orders that determine the boundaries of emergency medical
intervention shall be written in specific and precise language
(for example not DNR, rather they should be written as no
chest compressions, etc.).

In the absence of any orders that determine the boundaries of
emergency medical intervention, “full code” is to be
presumed.

Family Lives Organizational Principles,
cont.

We believe the provision of food, water and antibiotics are
basic care and not medical treatment, regardless of how they
are administered. Food, water and antibiotics will be
withheld or withdrawn only when and if the body can no
longer tolerate it.
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Family Lives Organizational Principles,
cont.

We believe the provision of food, water and antibiotics are
basic care and not medical treatment, regardless of how they
are administered. Food, water and antibiotics will be
withheld or withdrawn only when and if the body can no
longer tolerate it.

Should a person served, their family or guardian request the
intervention of a palliative care team, we reserve the right to
counter such a decision should we determine palliation to be
inappropriate and to act in accordance with our advocacy
mandate.

Powerfully Impact Upon

status and reputation

self image

acceptance and belonging
associations and relationships
autonomy and freedom

personal growth and development
opportunities for contribution
lifestyle

material gain

Some of what constitutes the
“good things of life”

good health security, protection
home belonging

family, friends, loved ones  respect

being welcomed work

fair treatment
contributing

having a say
freedom of movement

ready access to the places where ordinary
everyday life is conducted, in ordinary ways,
doing ordinary things with typical people

Carolyn Brennan RN,
MSN

Chief Executive Officer, Family Lives

Family Lives “vision”

For people with cognitive and healthcare
challenges to remain within their
communities and that those who are
currently residing outside of their
communities are able to return with the
appropriate supports in place, allowing
for a successful and fulfilling life within
the confines of their disabilities

financial assistance
for:

transportation
equipment
energy costs
home construction projects
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worries and concerns

other providers who don’t share our vision

lack of communication between multiple providers

worries and concerns

other providers who don’t share our vision
lack of communication between multiple providers

nursing shortage

worries and concerns

other providers who don’t share our vision
lack of communication between multiple providers
nursing shortage

erosion of societal policies that value our children

worries and concerns

other providers who don’t share our vision

lack of communication between multiple providers
nursing shortage

erosion of societal policies that value our children

securing future funding
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