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New Jersey Society for Healthcare Advocacy and the Patient Experience

President’s Pen

Dear Members:

“Accept assurances of my affectionate esteem and high respect.” If these words
were good enough for Thomas Jefferson to use when closing his correspond-
ence to friends and colleagues, than, | think they are appropriate for me to also
use as | end my term serving as your President of New Jersey Society for
Health Care Advocacy and the Patient Experience (NJSHAPE.) It has been a
true honor to work with all you. When [ think of your passion, professionalism
and power to always do what is right in serving our patients and families, | am
truly humbled by your collective experience. The term “grace under fire,” comes
to mind when | think of the countless examples of stories we shared in taking the
“‘HEAT” and finding the solutions that help empower our patients. Our role is to
serve, through listening; empathizing; teaching; clarifying; moving obstacles; and
bringing a voice to voiceless, all so we can improve the patient experience. It's
hard work, but most rewarding when you know your presence has helped to
calm fears and provide answers in what often is a patient’s most critical hour of
need.

In This Issue

« Discrimination based on
Gender Identity or
Expression?

o Section 1557

« Ability to accommodate
the Deaf and Hard of
Hearing

» Describing patient
experience

¢ Role of Patient Advocate

» March meeting

Our role may not have anything to do with ordering or dispensing medication or tests, but the help we provide
is no less impactful. Bravo, to your patience, your understanding and the wisdom you share. You are all a
great asset to your hospitals. It has been my honor and pleasure to serve you. But now it is time to pass on
the leadership to our very capable friend and colleague Kim Santana from Cooper Hospital. Over the past
few years, we have benefited from Kim’s creativity and energy. She has contributed with finding great speak-
ers for meetings and fun activities to elevate our conferences. She is one of those Patient Advocates that
also holds multiple roles; Director of Patient Experience, Volunteer Director and Pastoral Care Director.
They say, if you want to get something done, give it to a busy person, well, thank you Kim for ALSO accept-
ing the nomination from our members as our new President of NJSHAPE! Looking forward to great meetings

" ;
ahead!! \"ﬁ

Sincerely,

I L1 LLLTT

7—%%/00 iﬂ/w ZO?/

Patient Relations Manager
Virtua Hospital Marlton
NJSHAPE Past President 2016- 2018
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Does New Jersey Law Protect People
from Discrimination Based on Gender
|dentity or Expression?
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Reprisal:

The LAD also prohibits reprisal or retaliation because an individual
made a good faith complaint about discrimination or harassment
based on gender identity or expression, or assisted someone elce
in making such a complaint.

What Can | Do About Harassment or
Discrimination Based on Gender Identity
or Expression?

The LAD provides two ways to seek relief:

B Administrative remedy: You can file an administrative
complaint with the New Jersey Division on Civil Rights (DCR)
within 180 days of the act of discrimination. After a complaint
is filed, DCR investigates the allegations. If an investigation
shows enough evidence 1o support the complaint, and the
complaint cannot be settied, a hearing will be held in the Office
of Administrative Law. After that hearing, the DCR Director will
issue a final decision as to whether unlawful discnmination has
been proven. If discrimination has been proven, the decision
will order appropriate remedies.

B Judicial remedy: As an altemative, you can file a complaint in
the Superior Court of New Jersey, with or without the assis-
tance of an attorney, this type of complaint must be filed within
two years from the act of discrimination.

B Relief available: The Division on Civil Rights or the Superior
ages and attomey fees. The Superior Court may also award
punitive damages. In addition, the Division on Civil Rights may
impose civil penalties to be paid to the State government.

' CIVil2 RIGHTS

To file a complaint with the Division on Civil Rights,
contact or visit the office nearest you:

Northern Regional Office:
31 Clinton Street, Newark, NJ 07102
Phone: (973) 648-2700 « Fax: (973) 648-4406

Central Regional Office:

140 East Front Street / P.O. Box 090

Trenton, NJ 08625-0090

Phone: (609) 292-4605 « Fax: (609) 984-3812

Southern Regional Office:

5 Executive Campus, Suite 107

Cherry Hill, NJ 08002

Phone: (856) 486-4080 » Fax: (856) 486-2255

South Shore Regional Office:

1325 Boardwalk, Tennessee Avenue & Boardwalk
Atlantic City, NJ 08401

Phone: (609) 441-3100 Fax: (609) 441-3578

Visit our web site at www.NJCivilRights.gov

e
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Describing Patient Experience
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Describing Positive Experience
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Patient Advocate:
A Critical Role in

Patient Experience
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Inmtroducton

- : n-e -

—— " Te by

Pl NN T AT

v "o e et Ne e W m— -
- WP B g PP -
Pt d @ Pa MV 0 Ve i R B
-——— ) aw e e g &, T R
- e - = - - -~ g
- e ey —— e W
e g W s mgy - - W s pYe

-y — - AR e LR

-— Pag® e
- . - . -
R - .- oy -
- —— —— - - g ® =
. TN Wt~
—— . ® e S s e » .- » - G
- g - 4 wlee o .. —
- . - - v v e A g d P o s
LR o . Foe ® awm e e e

-l - o9 o 2 >

.- . g w— = gy P4
— - taw .- s - L

T e e e N am v Vg ¢+ ‘e
.- - . - m - e ‘- -

. o—— g g~ - e et e -~ ey
. e . @9 T " . . > - *

o — - »w o - P Ter mamAr e
PR " e Tl - - - - e v 9
M ot Ao e W . P er !t gnae
L ® W wweww ) . T
N I e - -
f e — ) . a m - .- ® -

- .. L e A A B 4
- - =« e~ ——— - . -z
- e . - e e ®0
-t e v @lad Nan o » i
.- el P v g e T8 e
- - - .- v« Yoo oo -
—- - .- - .- - »

- - - g -e

B

S B L

P —— — - - .-

Smbm Tw W wen

o e om e

-

-

- - -

.r- » O @

=g @ N B .y

T e vy

s Sad W,

e - * e

- - e e

VT Am T e N

S oo ) e

-— .-

o M\ cae ~.

L —

- - -

e -

- -—

e > A 0 . w=-w

LI

e P W e

- -

o e

- -

. Fwe

— - o ew -

il e

- - -—-., -

b & v g -— - -

o -
. rea-

- -

. —— - - - -

- — ® " E—

-

- e d

e ryper -

- -l - .

L e - -

¢ Ayt reme o

e - W -

& Sl B -

.-

-——— e O & e

P ™A v semv

B S ) WS Bw @ s 8w

- . APw o -

— o e ol g -

e i I LI -

LR o N

-,

- .- - N v e - . -

.- e

- -

- W g me

- s -




| B S LR Ty
INSTITUOUTE

The field of patient advocacy was not one that suddenly
surfaced a5 & new career path or the latest trending
“buzz phruse * Patient advocacy developed slowly over
ume, fueled by the needs of the patients and families
n a changing and challenging heéalthcare climate. This
paper will explore the history of patient advocacy, how
t hat evolved over tme and itS relevance 1o the Potient
Experience.

History of the Profession of Patient
Advocacy

Advocacy has a rich historic tradition, when you look
back at its denvative-bureasucracy. The Ming Dynasty in
the 14th century has the first mention of s government
ombudsman - “one who acts on behalf of another.”
Another histoncal model is the Citizen Advice Bureau
organized in Great Britain during World War 1l to provide
displaced people with information and referral services,
The ides of helping and advocating for others when
they cannot has siways been s part of history, but it
wasn't until the 1970's that formelized patient advocacy
program development emerged in healthcare.

To benter understand the development of the patient
advocate role, we need 1o ook st the evolution and
changes of the heslthcare industry tself. in the early
1960's, healthcare for the most parn had become big,
nstitutionalized and impersonal. The patient was often
uninformed and the doctor-patient relationship was not
often a pnorty. Healthcare had gone from the days of
physician house calls, to where the trusting relationship
between the patient and phiysiCian feil victim 10 the

size and growing complexity of the delivery system. The
necessity for hegithcare professionsls 1o be looking at the
full range of the patients’ needs became secondary 10
the new medical possibilites and technologies available.

Advancements in technology created nising ethical
1B5ues and very resl patient fears. Discussions were
now centered on topics such as chemotherapy, dialysis,
ransplonts and résusctation. At this time, more
technicisns were introduced to the patient expenence,
cresting even more distance between the physician

and the patient. Patients and families began to feel

and react to the unfamiliarity of intensive care unts,
ntimidating machinery, multiple healthcare providers
ond a confusing array of rules and regulations. Due to the
rapidly incréasing complexity of the system and becouse
patients lacked technical and medical knowledge and
did not feel informed, they were not in a position 10 be
part of decision meking regarding thesr own healthcare
treatment and SErvices.

1 In the name of the patent. The patient advocates role in 3 healthcare facilty, The Bery! Institite, Revised 2014, p. 7

2100 9T

In the mid 1960's our country was embracing indwvidual
nghts such as civil nghts, women's nghts and student’s’
nghts, which collectively raised the autonomy of the
individual 835 never before. Social issues were framed oS
the individual versus the institution, who was portrayed
as powerful and insensitive. Healthcare, as one of the
largest and most powerful institutions, had the ability to
impact the rights of many. The climate was ripe for the
formation of & patient advocacy model.

In the eorly 1970's, hospitals began 10 recognize the
need for a haison between patients and hospitals. Ruth
Ravich, who worked at Mount Sinai Hospital in New York,
was one person who saw the need and began 10 bring
peopie together to promote the profession. In April 1970,
a daylong seminar entitied “Establishing Effective Patient
Relstuions Programs in Hospitsis® began discussion of
ways to estabiish formal advocacy programs.

In March 1971, 140 healthcare professionsl met in
Phuladelphia to contnue the discussion of the importance
of the pstient representstive role. The concept of the
role was 1o “intervene on behalf of the patients who are
faling through the cracks of s fragmented system and
make the system more responsve, provide information,
consultation, referral snd advocacy for patients’ socs!
and healthcare concerns ™

Additionally, these patient representatives would help
staff with chalienging patient and family situations,
investigate trending problems, suggest solutions, educate
staff, patients and the community about patients’ rights
and responsibilities and bring patients’ perceptions to

the attention of management. “In o world of specialists,
patent representatives would De the generglists- o
humanizing, personalizing force in & technological
environment,”*

A yeor later, the Association of Patient Service
Representatives was formed and s00n thereafter was
accepted for charter membership in the Amencan
Hospital Association (AHA). In 1972 AHA surveyed its
Institutionsl members and found there were 1 000
hospitals with patient representstive programs. In 1973,
the model of Patient Bill of Rights was established (see
Pop Out Box Below). In 1980, Sarah Lawrence Coliege
began a graduate program in healthcare advocacy

-
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NJSHAPE March Meeting

DATE Friday, March 22, 2019
TIME 9:00 a.m. to 3:00 p.m.

PROGRAM The Complexities of Managing Combined Behavior Health
and Medical Issues by Patricia Smith

PFAC Workshop and Discussion

LOCATION New Jersey Hospital Association Conference Center
760 Alexander Road, Princeton, NJ 08543
(609) 275-4000

RSVP Helene O’Leary (Helene.O'Leary@atlanticare.org)
AtlantiCare Regional Medical Center
Customer Relations, 1925 Pacific Avenue, Atlantic City, NJ 08401
Tel: (609) 441-8193

Book Recommended by our Speaker

To Weep for a Stranger: Compassion Fatigue in Caregiving by Patricia Smith

Compassion fatigue plagues caregivers worldwide. When providing care to others without incorporating authentic,
sustainable self-care practices into our daily lives, destructive symptoms surface.
Isolation, emotional outbursts, substance abuse and reoccurring nightmares are just a
few of the symptoms that can distress the life of a caregiver. With awareness and
knowledge, compassion fatigue can be recognized and managed. To Weep for a
Stranger: Compassion Fatigue in Caregiving is the first step in learning more about this
emotional and physical pain-filled syndrome and how to break free from the bonds that
restrict compassionate, dedicated caregivers from living a happy, healthy life. Included in
this book is the definition of compassion fatigue, its symptoms and causes, and
standards of self-care. Also, you'll find information for those new to the helping
professions and a special section for family caregivers.

Compassion fatigue plagues caregivers worldwide. When providing care to others
without incorporating authentic, sustainable self-care practices into our daily lives, destructive symptoms surface.
Isolation, emotional outbursts, substance ab 3 and reoccur...
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