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1. Memo To Stanley Herr from Marvin Krislov, p 4/16/94 P5

P1 National security classified information [(a)(1) of the PRA].
P2 Relating to appointment to Federal office [(a)(2) of the PRA].

P3 Release would violate a Federal statute [(a)(3) of the PRA].
P4 Release would disclose trade secrets or confidential commercial
or financial information [(a)(4) of the PRA].
P5 Release would disclose confidential advice between the President and
his advisors, or between such advisors [(a)(5) of the PRA].

P6 Release would constitute a clearly unwarranted invasion of personal
privacy [(a)(6) of the PRA].

C. Closed in accordance with restrictions contained in donor’s deed of gift.

RESTRICTIONS

B1 National security classified information [(b) (1) of the FOIA].

B2 Release could disclose internal personnel rules and practices of an

agency [(b)(2) of the FOIA].

B3 Release would violate a Federal statute [(b)(3) of the FOIA].

B4 Release would disclose trade secrets or confidential commercial financial information
[(b)(4) of the FOIA]. '

B6 Release would constitute a clearly unwarranted invasion of

personal privacy [(b)(6) of the FOIA].

B7 Release would disclose information compiled for law enforce-

ment purposes [(b)(7) of the FOIA).

- B8 Release would disclose information concerning the regulation of

financial institutions {(b)(9) of the FOIA]. .
B9 Release would disclose geological or geophysical information
concerning wells [(b)(9) of the FOIA]J.
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Draft Article for Exceptional Parent 5-4-94 SSH

WORKING TITLE: EMPOWERING PEOPLE WITH DISABILITIES AND
THEIR FAMILIES

by Carol H. Rasco

I am very pleased and honoréd to share some thoughts with
you about disability issues, particularly health care reform. I
come tb you to express my stroﬁg commitment, and that of the
Administration, to the empowerment of people with disabilities,
as well as to reflect with you on the chailenges before us.*

You and your peers in this field -- whether as volunteers
(the capacity in which I worked exclusively from my son
Hamp's birth until he was over 7-years-o0ld), administrators and
family members -- boost our determination and our capacity to
-both take on responsibility and teach responsibility. 27?7 And
above all you care.

I want to offer you an overview of domestic poliqy,

emphasize the campaign for health care reform, and close with



some of the ideas and individuals that inspire me in my daily
work.

The Domestic Policy Council coordinates the efforts of the
White House, the Cabinet secretaries, and the bther federal
agencies concerned with the development of our domestic policy.
As the leader of the Council's day-to-day work, I bring this

. strong sense of purpose: All children shall be empowered to

develop to their fullest potential. For our children to do so,

they need each of us to believe in them and to have the
opportunities to nurture their growth. It is in that context
that I both address you-today and‘carry out the daily tasks
entrusted to me by President Clinton.

As the President has recently stated, "having a disability
does not diminish one's right to participate in all_aspects of
mainstream sociéty." On the Domestic Policy Council we take that
right very seriously. Working together in public-private
partnerships, we can respond to President Clinton's call to

"craft policies of inclusion, independence, and empowerment that



will inspire positive cﬁanges in this country and in nations
around the world."

Health care reform is one of those indispensable and
imperative charges. I want to thank most sincerely Paul Marchand
and all of Arc's Government Relations Office staff for their»hard
work in mobilizing you and your membership on health care reform.
I also commend the Arc and the over 100 éister organizations
aligned with you in the Consortium for Citizens with Disabilities
for your strong support for health care reform. We need to
intensify those efforts and above all, we need each of you to
work hard in helping to seize this moment of opportunity to

guarantee private insurance for all our citizens,

coverage that offers vou choice, comprehensive benefits linked to

your workplace, and freedom from unfair and exclusionary

insurance practices.

[On May 2nd, I was delighted to be with the President as he
hosted 125 leaders of the disability community<in a tremendously

enthusiastic rally for health care reform. As the President



emphasized: "This is the battle that you may be able to lead for
the rest of America. You can break through to those members of
Congress. You can do it." From the White House, these leaders
were joined by about a thousand others who marched across.the
Memorial Bridge to rally at the Lincoln Memorial, then lobby on
Capital Hill].

The President’'s Health Security Act (Senate bill 1757 and
House of Representatives bill 3600) is a dramatic advance for
people with disabilities and their families. Here's why:

+ It guarantees universal coverage for Americans, and the
peace of mind of having health care that is always there.

+ It outlaws the current insurance practices of excluding
people with pre—exiéting health or disability conditions, or of
jacking up your rates if you get sick or disabled.

» It forbids insurance companies from picking only the
lowest-risk individuals and families, and rejecting others.

+ It builds on today's private insurance system, which is

primarily employer-based, while making insurance more affordable



for the self-employed and subsidized for the unemployed. As a
result, no one will wind up uninsured, even if they or members of
their family experience a disability, injury or sickness.

+ It offers a nationally uniform and comprehensive benefit
package -- in contrast fo some of the other legislative proposals
-- that includes a range of preventive services, doctor and
hospital visits, outpatient rehabilitation, homg health care,
durable medical equipment (including orthotic and prosthetic
devices and training in the use of those items), mental health
services, and many other essential services.

+ It includes long-term care reform by expanding home- and
community-based services for pgople with severe disabilities,
regardless of age or income. with a projected three million
people with disabilities and their families benefitting from this
new program, it represents a major expansion of long-term
supports for people to live in their own homes, or with their
families where appropriate, and to enjoy fuller and more

satisfying lives.



« It adds significant civil rights protectiéns in ‘the
enjoyment of health care behefits, consumer involvement in the
design of the néw state programs for Home and Community-Based
Services for Individuals with Disabilities, and health care
"report cards" éo that families can assess which health plan

best fits their needs and reward that plan with their membership.

While incremental improvements can be madé in the years to
come, now is the time to guarantee health security for our
children, our children's children and ourselves. But to
paraphrase a famous essayist, this is not a case of doing
something simply for posterity; we are definitely doing
something for us, too! Without secure health coverage, too many
of us are not free to change jdbs, or move to a differeht
location, or venture from disabili?y rolls to payrolls. Without
that security, employers may be reluctant to hire the person with

a disability or a person with a family member who is disabled.



These basic concerns unite us. So let us tell our personal
stories and give the need for health care reform a human face.

Early in my son's life, a physical therapist who had
dedicated her long career to helping young child:en with
disabilities shared with me the words of the poet, Joseph
Addison: "Everyone must have something to do, someone to love,
something to hope for."

I am constantly reminded of those words not only for Hamp,
but for the people with whom I've worked with and worked for. 1In

Y
your quest to empower people, we must ask at each stage in life
"what do they have to do?”

For the young child, is a preschool program or other early
intervention available? For the school-age child, is school
relevant, safe and effective? Are our schools and transitional
programs teaching not only how to make a living but how to live?
And for adults, is there a job or day activity or voluntary

service that provides a niche? As President Clinton said in

Memphis in November: "I do not believe we can repair the basic



fabric of society until people who are willing to work have work.
Work organizes life. It gives structure and discipline to life.
It gives meaning and self—esteem to people who are parents. It
gives a role model to children.J He went on to say: We cannot, I
submit to you, repair the American community‘and restore the
American family until we provide the structure, the value, the
discipline and the reward that work gives." Those powerful
thoughts are equally, if not more apt, for our citizens with
disabilitiés who too often experience high rates of unemployment
and underemployment.

What do they have to hope for? And what do we who love them
as their parents have to hope for? Linda Charlton, a mother of a
two-year o0ld daughter with Down's syndrome, recently described
her goals for Katie before a superb and ﬁroductive meeting of the
' President's Committee on Mental Retardation in these moving
terms:

"First, we want her to feel loved...to give her a sense of high
self-esteem so that she can experience life with confidence. She
is a very social child and while I think she has -the capacity to
make many friends, I wonder how other children will accept her.
We envision her attending public schools, at least for the most
part, and one day we hope to see her graduate from high school.



There's even a part of us that hopes she'll continue her
education after that...but we'll have to wait and see, and we'll
also have to see what it is that Katie wants to do. I wonder if
she'll ever get married...if she doesn't, I hope at least she has
a companion to enjoy life with. And if we could, we'd like to
see her remain as happy as she is today...Our Katie -- who loves
people, music, dogs, rain, sunshine, swings, cookies, apricots,
baths and the color red."

These are the dreams and feelings to which any parent can
relate. For me, part of them were fulfilled when my son Hamp was
asked last year by the members of his graduating class to give
one of the commencement addresses at his high school. I will
never forget that moment, nor will Hamp. Here was the young man
who as a baby we were told would not survive or would have to be
institutionalized. But Hamp defied those odds, lived at home,
and went on to attend school with his non-disabled peers. This
is the speech that he wrote, on his own, politely declining his
mother's offer of help bf saying that this was his speech to
give.

"Hello, my name is Hamp Rasco. I am pleased to share with you

what attending Hall High has meant to me.

I enjoyed the pep assemblies and the band. I enjoyed talking
with friends in the cafeteria, and going out into the community
with my CBI CLASS.

After graduation I plan to find a job in the community where my
social skills can be put to use. This is important to me because
I want to make new friends with all kinds of people.



I would like to encourage other students with special needs to
never give up, work hard to do a good job and be proud and happy
about what you do at school.

I want to thank Dr. Anderson and the Vice Principals for their
support of my program. I want to tell Ms. Chapman and Mr. Smith
how much I appreciate all the work they have done on my behalf
and all students with special needs. And I also thank Ms. Yates.
And, finally, I especially want to thank my parents for believing
in me and always encouraging me to be all that I can be.

I really hate to leave all my friends at Hall, but I must move
on. ~
Thank you. Good evening."

Like Hamp, we all must move on. ' From health care reform to
education reform, from safer streets to safer transitions to
adulthood, we all have great challenges ahead. But from the
White House to your house, we need to work together. We need to
reassure all of the Hamps of this country that they will always
have health insurénce, that they can have jobs, andvthat they are
included in the life of our communities.

Health security frees up a family for hopes and dreams,
safer streets help free children and young people to test their
wings. People at every age need something to do, someone to love,

and something to hope for to be whole and part of whole

communities.



I believe a new day is dawning for America's citizens with

disabilities and for all our people. We won't always succeed and

we won't always be able to do everything that you would want.

But I can promise you this: we will never relent in our

effort to give every person a chance to develop -- fully.

Because at the end of Bill Clinton's second term at the dawn of

the third millennium, I want to be able to say to Hamp Rasco and

Mary Margaret Rasco and to all of America, with a clear

conscience and a full heart: We did our best. And I want all of

you at this meeting to join me in being able to look at one

another and say: We did our best.

Thank you very much.

Carol H. Rasco is the Assistant to the President for Domestic

Policy. In this capacity, she is the chief domestic policy

adviser and coordinates the staff of the White House Domestic

Policy Council. She is the mother of Mary-Margaret Rasco and Hamp

Rasco, who has various disabilities.




* This article is a revised and expanded version of remarks

delivered by Ms. Rasco to the Arc Governmental Affairs Seminar,

held in Washington, DC on March 21, 1994,




MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SuUBJ: School to Work Opportunities

DATE: May 4, 1994

1. Re the consultation concerning Hamp, Jay Klein left me a
message that he is not the "expert"in this field, but that a
colleague, Carol Tashie | P6/(b)(6) | is. They have a project
called "Turning Point" and T have a call in to learn more about
their transition program in general.

I had previously given you the name and number of Bi i n,
whom I would rely on for advice. For easy reference, P6/(b)(6)

P6/(b)(6)

2. Re the School to Work Opportunities event, one of the trainees
who sat behind the President is a person who seemed to have
multiple disabilities. I spoke briefly with "Kirsten" who is
blind and perhaps cognitively limited. I know you will be pleased
to know of this inclusion of a person with disabilities in such
an event and program. Based on a list of participants, her name
may be Kirsten Davidson from Bethesda, working with a program
called "TransCen, Inc" in Rockville. I may try to find out more
information on this program, and see if the enrollment of persons
with disabilities is typical or exceptional.

3. Although you probably already have a copy of the enclosed
glossy brochure _School to Work Opportunities: an Quwner's Guide,
I draw your attention to its claim on page 1 that this initiative
"helps all youth achieve high standards" (emphasis added), and
will "enhance the employability of all youth." (ditto, p. 4).
Page 2 also states that it "creates well-marked paths students
can follow" to move from schools to first jobs or continued
education and training. As you know, for kids with disabilities
in most places, those paths are hard to find. Perhaps correcting
this condition can be one of the agenda items for our meeting
with Judy Heumann next week as we discuss transitions among other
things.
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Thank you. | o | @

I am very pleased, honoyred but somewhat overwhelmed to be

in front of you today. As I reviewed the roster of participants

o

and topics for this &= 4%y conference, I saw the names of °

individuals that have looked at me from pieces I have read

and studied - the est bossCbhver dpu

the conditions facing our families and their needs :and hopes.
And that's where the overwhelmed part comes in...What can I

add to what has-<8&-and will be said?



7
I come to you to add my strong cdmmitment and that of the
administration as well as to reflect with you on the challenge
before us. I might add that if you’fe like me, a luncheon
speaker after a morning packed with stimulating, sometimes
provqcative‘thougthts, well a luncheon speaker is sometimes a
'nuisance...you want to TALK about what you've heard, 0 ( IQIL
assimilate it before moving on to the afternoon agenda,aso I;\M‘ W‘Q
try to add to that assimilation, be quick, and allow you to L&i){f{

continue your conversation with one another.



m——

You and your peers in the fiesld, be tneyé gfunteers (the capacity
in which I worked exclusively from my’ son's until ha w g and a

half), eemeer administrators, -esmster workers, {(HRHEY
create the success stories in family’s lives like cwn - you <::>
help to enable our determination, our capacity to eion

responsibility and teach responsibility-and above all you cars.

Xk | o mw\j
I bring to the Domestic Policy Ccunczl what is seen by s as a
simple statement of purpose: All children shall be empowered to
develop to thaeir fullest potential. You and T w that the
only way children can do so is if each of us as n beings are
gilven that ongoing opportunity-and it is in that conte-t I both
spaak today and carry out the daily tasks entrusted toc me by
President Clinton.



T eagT————
I am reminded inwardly on a constant basis of what an @
elderly physical therapist who had dedicated her life to young
disabled children told me early in my son's life...she said,
"Carol, I don't know a lot of philosophy or theory about
programs for children like Hamp, but I think the best thing I
can tell y'ou as a parent is to rgmember the words of Joseph

Addison, an essayist, poet "Everyone must have

P ASTELy O e s T T e e ..
A PR bttt il T .
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Something to do
Someone to love
Something to hope for."

And how right she was and is in the case of not only Hamp,

but people with whom I've worked with and worked for....and

What do they have to do? If a young child, what is the
preschool program available? Can they play, dance, sing, and

soa‘r? If a child, is school relevant? Is school safe?

\m? g < Wt



r[?«?‘t{mw%éé Ilearned .
- @

in an otherwise inadequate higher educational experience
designed to prepare me to teach elementary school...I was
taught there are two educations, one should teach us how to
make a living and the other how to live. We do too far little

of heeding that max'im;

11



And for adults: What do they have to do?

As Preside‘nt Clintdn said MW—&%in

Memphis..."I do not believe we can repair the basic fabric of

v/

society until people who are willing to work have work. Work
organizes life. It gives structure and discipline to life. It gives
meaning and self-esteem to people who are parents. It gives a

role model to children.

Further...we cannot, I submit to you, repair the American
community and restore the American family until we provide
the structure, the value, the discipline and the reward that

work gives.

N ~W.Sh,®vu I : N
et M%@“ﬁm)@ ENI RN



e eID— L&W

\:@{ me, help our administration look for ways to create that hope g”\ L(
for all cltlzens of this great country. Health security frees up %
a family for hopes and dreams, safer streets help free children \%1
to look at what educatlon can be for them. ...but untreated ear %
infections, uncorrected vision problems, lack of immunizations,
school buildings in AMERICA where children must wear their
coats in or(ier to be warm enough to even‘begin to pay

attention...and we wonder where hope has gone?



To put things bluntly, it isn't ofteni,w in a communify
whether a block, a zbne, in the power centers of a large city,
in the boardroom, public or privaté...it‘s not often we find
social workers, health care outreach personnel, early
childhood and K-12 front line educators, government workers
and g business" types sitfing down together....each has had
their own niche and seldom the twain have met. I submit to
you that until each side — human development an& economic
development are willing to sit at a common tabl{e.— real

reinvention of government forms. ill not occur. We can

make application procedures simpler for mwng help,

we can legislate incentives and tax credits, we can give health

15
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sécurity, we can write more meaningful standards for our
students... all on the one side known as human developxﬁent
and we can talk about investments, deficits, inflation, job
creation, etc. on the economic development side but until we

recognize that giving people at every age

(1) something to do;

(2) someone to love; and

(3) something to hope for

are all a part of a mandatory whole just as people and
families and communities are ‘bothxparts and "whole"

entities"...

we will not have accomplished the task before us.

16
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I want to sincerely thank Paul Marchand and all'of ARg'g .
Government relations staff for their hard word in mobilizing you
and your membership on health care reform. I also commend them
and your organization for your work on the CCD statement. We
need for them to continue in these efforts and gbove all, we need
each of you to work hard in helping to seize this moment of

opportunity to :

Guarantee prvate insurance for all our citizens
Choice

outlaw unfair insurance practices

Preserve Medicare

Health benefits guaranteed at work

| oy 7

Shy '

o When speaking about health care reform, there.are five important elements W M W } ¢

of the Clinton approach to we must continue to emphasize -- five.clements that
EAmeriean-pe five-elements that the Cli

BMH . } N\
and need - B nton-preposal
U&;M \ -1\‘)

A ppi X o
Guaranteed private insurance. We want to guarantee private insurance covemge/% W)\M . Q,
to every American. Comprehensive coverage that can never be taken away. \)\&UJ‘J C
-
Choice. We want everyone to have the right to choose their own doctor and their QA(@ - \g
own health plan. We want to make sure you get high-quality care by giving you the W
choice, not your boss or insurance company. : ‘ \@m‘ ;
Outlaw unfair insurance practices. We want to make it illegal for insurance J‘(\M«é‘ K =
companies to: drop coverage or cut benefits; jack up your rates if you get sick; use ’ C
lifetime limats to cut off your benefits; or charge older people more than younger. : \\j
That’s how you’ll get affordable insurance you can depend on. : , \W
- WA R N
Preserve Medicare. We will protect and strengthen Medicare. Older Americans Y\“%
have a right to count on Medicare and choose their doctor. We also want to cover

| | o ;
N S
' {

prescription drugs under Medicare, and give new options for long-term care in the
home and community. ’

Health benefits guaranteed at work. Every job should come with health
peneﬁts. MosF Jobs do today. And yet 8 out of 10 Americans who have no
lnsurance are 1n working families. We want everyone to have health benefits
guapmteed at work. The government will provide discounts for small
businesses and help cover the unempioyed.




In closing I am reminded of two pie‘ceé that haunt me,
motivate me in this area of thought. One, in my freshman
philosophy course at Hendrix College in Arkansas, D’r. Ellis
repeatedly pounded the table in his quest to motivate us to go
out into the world and face the adversity necessary to make
positive change, adm‘onishingk us to remember that saving from
THE PRINCE: "There is nothing more difficult to take in
hand, more périlous to conduct, or more uncertain in its
success than to take the lead in the introduction of a new
order of things." We have not a choice, we must take this
moment in time to introduce a new order for ﬁm

For as Governor Clinton said béck in 1987 as we closed our
year's work on MAKI’NG AMERICA WORK:

America won't work if Americans can't work, or learn, or

\

A 4
believe in the promise of tomorrow.

17
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ﬁx§¥g$g$xa new day is dawning for Amaerica's gé&thﬁ&J

| Paeir—famiiiess We will work together with you. We won't always y
susceed, and we won't always ba able to do everything that you-- ;A/ /
and we--would want. \

But I can promis u this: we will never relent in our
effort to give avery a chanca to develop--fully. Because
at the end of Bill Clinton's second tarm, at the dawn of the
third millenium, I want to be able to say to Hamp Rasco and Mary
Margarat Rasco and to all_ithe—ehéddren of America, with a clear
conscience and a full heart: We did our best. And I want all of
you at this éﬁﬂﬁﬁ¥zto jein me in bseing able to look at one
anothaer and aay:! Wa did ocur bhasct.

Thank you very much.
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EXECUTIVE OF FICE OF THE PRESIDENT
04-May~1994 04:59pm

TO: Stanley S. Herr

FROM: Carcl H. Rasco

Economic and Domestic Policy

SUBJECT: Thank you!

Thanks for the Addison quote..l love it!
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1994 EDITORIAL CALENDAR

CHILD Month Editorial Theme Article plus Product Directory
January National Directory Issue Associations, Organizations,
WITH A Products & Services
DI SABILITY February Early Intervention Seating and Positioning
March Mobility Wheelchairs, Cushions, Camp Directory
April Summer Fun Cycling, School Directory, Hotels, Travel
May Recreation ( ) Racing Wheelchairs, Adaptive Sports
Equipment
June Computer Networking/Telecommunications  Augmentative Communication
July Teens Driving Aids
i . .
\’r\ 1 August Health Incontinence, Bathroom Aids
September  Education School Directory
October Holidays Home Access, Ramps
)
November Technology Environmental Controls
December Religious Edlucation Vans andl Lifts
Month Editorial Theme Descriptions On-going Departments:
January Directory information, 1993 index of aticles. Parents Scarch &  In Parents Search, parents look for information
February Early intervention: Articles focusing on programs, Parents Respond:  on various aspects of raising a child with a
procucts and services for children zero to three years disability. In Parents Respond, parents answer
of age. ' questions raised in previous editions of Search.
March Mobility: Articles focusing on the purchase, use What's Happening: Short current news items of interest to families.
and l]}fliﬂ[(")néln(‘(f”()f wheelchairs and related mobility Fun stuff: Articles on fun activities 1o do with children with
aids. This is our 5th annual mobility theme issue. disabilities,
April Summer l"un: Amclets focusmg on family trave}, 4 Media: Reviews of books, videos, software.
vacation ideas, vacation destinations and specialized Chikdren's Pa Short pieces by children with disabilities and/or
or integrated camps for children with disabilities, drenms Fage: )1t pieces, by children with disabiiifies and7or
i S o their siblings.
May Recreation:  Articles focusing on fun activities (sports, .
. . i actiuiriac ) Letters to the Editor
drama, dance, community activities, etc.) for
children and teens with disabilities. Editor's Desk: Notes from Stanley D. Klein, Ph.D.,
. . . . itor-in- ief : Agazine co- l]l’l',
June Computer networking/telecommunications:  Articles Editor-in-Chief and mugazine co-founde
focusing on the use of computer nenvorking and
telecommunications by parents, organizations, schools New Departments:
and individuals {children and aduhs) with disabilities. . S ‘ .
( ’ ) with disabilities Fathers’ Voices: A column focusing on the special needs and con-
Tuly Teens: Articles focusing on teenagers with disabilities cerns of fathers of children with disabilities.
and their families. Topics might include driving, , e
;e‘imlil eim o ‘mcmpc lle ri eer:'md(hm'l%is“:u i Role Models: Staries by or about successful parents or individu-
sexuanty, employ » COTERE, Pecrs and IAmA 1SSues. als with disabilities.
August Health: Aricles focusing on health, dental health, . - S

gus e cles focusing ath, dental hieaith, Point Of View: Opinion pieces.
nurrition and inicontinence, , ] )

September Eclucation: Articles focusing on the social, legal and Corporations Short pieces honoring large and small

Cple er v 4 . cles SII 3 al, legal ¢ sy s .

! ) cl‘lolo rical aspects of cclﬁ cation fo c[hnl " Lg[‘] with Who Care: corporations that are working to create greater
payeho _é‘ N X . opportunities for people with disabilities.
disabilities. This is our 22nd annual education theme
1S80C. Ad Closing Information

October Holidays: Articles focusing on gifts including The close for acl insertion is the 1st of the prior month.
adaptive toys and children's books. Addiional The close for ad material is the 13th of the prior month,
articles on ways to include children with disabilities in
family holiday activities. Exceptional Parent Offices
November  Technology: Articles focusing on innovative uses of Publishing Office Editorial Office Advertising Office
technology by children with disabilides. This is our 120 State Street 209 Harvard St Ste 303. 120 State Street
12th annual technology theme issue. Hackensack, Nj 07601 Brookiine, MA 02146-3005  Hackensack, NJ 07601
December Relioi i Articles focusi lii Toseph M, Valenzano, Ir. Stanjey D. Klein, Ph.D. Kerry J. Cannon
ecemper ClgHoLLs ¢ %ICAUOH e T locusing On rCigious Presicent/Publisher Editor-in-Chief Vice President Sales
eQucqt;g;} with an emphasis on help_u‘]g chﬂdren with 201-480-0871 Phone 800-852-2884 Phone 800-E PARENT Phone
disabilities become part of their families' religious 201-489-1240 Fax 617-730-8742 Fax 201-489-1240 Fax
congregations, .
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AWARDS

Exceptional Parent and Dr. Klein have received numerous awards, among them:

National Parent Network on Disabilities, 1992
"Special Recognition Awards for outstanding leadership on behalf of people with dlsab1l1t1es
and their families."

Boston Institute for the Development of Infants and Parents, 1992
Award for Excellence to Dr. Klein "to acknowledge your many contributions in the field of child
development over the years and to honor your outstanding work.

New Jersey Developmental Disabilities Council, 1991
"Special Recognition Award for 20 years of helping families and their children with disabilities."

The National Down Syndrome Congress, 1989
"National Media Award"

The President's Committee on the Employment of the_'Handicapped and the
American Association of Disability Communicators, 1986
"...in recognition of outstanding contributions to public understanding of disability issues."

Massachusetts Early Intervention Consortium, 1985
"...for outstanding contribution to early childhood intervention...."

Association of Retarded Citizens/Massachusetts, 1983.
Distinguished Citizen Award to Dr. Klein
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The Challenge of Commumcatlng wnth Parents

STANLEY D. KLEIN, PH.D.

Department of Psychology, New Eng!and Colfege of Optometry, Department of Medicine, Ch:ldrens Hosp:la/
Boston Massachusetts

Although working with parents is a critical aspect of

pediatric care. the training of pediatricians. like the training
of colleagues in other pediatric heaith care disciplines. rarely

" the time.}

includes specific content about the docto:—parent relation-

ship or the role of the family in health care.' Rather, it is as
if it is assumed that working with parents in a clinical setting
will develop in each clinician “‘naturally’’ and that neither
concepts nor techniques for interacting with parents need to

be learned.” One area of clinicai literature in which parents '

are likely to be mentnoned is in reference to chlldren wuh‘

~ disabilities.
This paper presents specxﬁc concepts about the health

care professional(s)-parent(s) relationship and the communi-

cation of information. often called patient-education infor-
mation, to parents. My goal is for the skilled clinician to be
able to integrate these concepts and techniques into his or

" her day-to-day work with parents in ways that fit with the

personal style of the clinician, the demands and constraints
of the health care serting in which the professional practices,
- and the needs of the parems

ATTITUDES TOWARD PARENTS

‘ Manj; health care protessionals view parents negativély:

as nervous, guilty, anxious, depressed, and/or overprotec-

tive. Such negative stereotyping by professionals seemingly
begins to develop as inexperienced clinicians in training
- observe parents in health care settings. These clinicians seem
"to ignore the fact that the sample of behavior they observe
is not representative of any parent’s everyday adapration
to parenting; rather, it is an observation of parents under
significant stress brought about by concerns for a child’s
health and the potentially frightening implications of any
health care assessment. As a result, after observing many

parents under the stress of seeking health care for a child

with a *‘problem,”’ -health care professionals. as they gain

This paper was adapted froma ptesclltation at Creating Family-Professional
Partnerships: Educating Physicians and Other Health Professionals to Care
tor Children with Chroaic and Dlsablmg Conditions, Plttsburgh PA, May
21, 1992,

Index terms: professtonal -family relauons parents, chria’ren exceptmnal'

patient education. education, medical.
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el disorders of children.

more experience with children as patients, can conclude that
all parents are anxtous. inept, madcquate troubled adults all

In-addition to observmg parents under the stress of clinical
care, most health care professionals have these clinical learn-
ing experiences at a developmental stage in their own per-
sonal lives, as young adults, during which they are in the
process of establishing themselves as independent individu-
als—a time when it is common for young adults to biame
their own perceived inadequacies on their parents’ lack of
parenting’ abilities. Thus, the stage specific * complamts
of young adults in reference to their own parents serve’ to
contirm their observations of their young patients’ parents.’
Parenthetically, although I advocate personal psychother-
apy, I 'suspect that young professionals who are in psycho-
therapy may be particularly vulnerable. .

Finally, “‘pop psychology,”” as reported by the public
media as’ well as. by a considerable body of professional
literature continues to blame parents, especially mothers.
for the problems of children and. retrospectively for the
problems .of adults, thereby ‘‘validating’* the personal and
clinical experiences of the developing professional. For ex- .
ample. in a review of 125 articles in reference to psychologi-
“*mothers are held responsible
for 72 different kinds of psychologtcal disorder.”* Despite.
increasing research and clinical evidence of the role of con-
stitutional characteristics in the development of both physl-
cal and mental illness. stigmatizing of parents continues in
professional literature.’

The unfortunate result of all these kinds of experiences

.in the lives of developing heaith care providers is that many

professionals unwittingly bring negative stereotypes (preju-

dices) about parents to their encounters with parents, which

interfere with their perceptions of parents and their ability.
o communicate .constructively with them.® Seligman and
Dariing,” in their wonderful book. Ordinary Families, Spe-
cial Children, review many studies regarding the negative’
attitudes of professionals toward parents of children with
disabilities and illustrate the destructive lmpact of such
attitudes.

To actively counteract the factors that create negatwe
stereotypes about parents and contribute to blaming parents, -
developing professionals need opportunities to discuss their .
perceptions and attitudes and-to be willing to leam from
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parents via a variety of teaching formats. These formats -

can include parents as lecturers and panelists as well as
professionals participating in home visits and respite care.
Unless brought to consciousness and addressed, these preju-
dices may be passed on as clinical wisdom to new genera-
tions of health care providers.’ :

Parents as Experts and Partners

A far more appropriate perspective in reference to the
parents of young patients is to learn to appreciate that {1)
parents are experts about their child and can serve as teachers
to professionals,*® and (2) parents can be partners in the
diagnostic and treatment processes. This view is clearly
articulated in recent federal legislation in the United States
that seeks to establish early intervention and family support
programs for families that include an infant or toddier with
a disability or serious medical condition.”'? {See Public Law
99-457 Education of the Handicapped Act Amendments,

U.S. Congress and related regulations prepared by the U.S.-

Offite of Education, 1986.)

One illustration of parental expertise is research that dem-
onstrates that when parental abilities to assess a child (such
as estimating their child’s developmental levels in specific
areas) have been studied, parents do as well or better than
professional ‘‘experts.”’'"* However, the concept of parents
as experts can be troubling for some clinicians. Although
professionals expect parents to provide information, they are
often unlikely to expect parents to take an active role in
decision making.”® Rather, parents may be expected to be
passive and cooperative, prepared to agree with profession-
als."* As described above, mothers in particular have been
blamed for all sorts of childhood psychological problems.
In addition, historically, mothers of children with disabilities
have ‘been misperceived by professionals (mostly men) as
hostile and demanding and probably psychopathological. in
contrast,- more recent literature on female development
makes clear that when women speak out on behalf of the
needs of loved ones. they are asserting themselves in a
psychologically heaithy, appropriate fashion."

The pannership concept is particularly relevant in the
pediairic care of children with disabilities because most clin-
ical problems require long-term day-to-day management and
care, usually delivered or supervised by parents.'® In the

literatizre on models of the doctor-patient relationship. the

mutual participation model is considered most appropriate
for ““chronic’’ conditions because the doctor and the patient
(and/or parents) work together toward mutual goals.'” This
modet! is likely 1o be effective when there are common goals,
common understanding of the problem, and a common plan
for treatment."® This model is not appropriate in acute illness
situations in which the doctor tells the patient (or parents)

what 10 do and/or administers the treatment directly to a

relatively passive patient.'s

Studies of patient compliance support this collaborative
model although the term *‘compliance’’ suggests an authori-
tarian approach by the provider.” In a pediatric setting,

Korsch and Negrete®® demonstrated that the key factors in .

parental (mother) cooperation with physicians and in suc-

cessful health outcome for the child included the mother’s:

perceptions that the doctor praised her as a mother, an active

exchange between doctor and mother. the physician’s ex-
pression of concern for the mother’s feelings, and mother's
satisfaction with the visit. Similarly, in special education
settings, it has been found that parental satisfaction is related
to having adequate time and input from professionals, being
involved in the discussion, and not being blamed.?

From a practical point of view, this means that the process
of meeting the health care needs of a child will be enhanced
when the health care professional believes that the interac-
tion with the child’s parents will be one of active reciprocal
learning—parents and professionals learning from each
other how best to help the child. In his recent book,

- Greenspan® notes: ‘‘It should go without saying that the

parents are the true integrators of all that relates to the child,
as they are with the child the most hours of the day. They
not only need to benefit from the insights of all the profes-
sionals who work with the child, they need to provide feed-
back to the professionals about what works and doesn’t work
at home, as well as the emotional climate there.”’

In learning, the self-esteem of the learner is critical. In
fact it has been shown that when parents feel more compe-

" tent, they become more effective.” Therefore, to facilitate

learning (and teaching) by parents, the professional needs
to clearly demonstrate respect for the expertise of parents
and to explicitly acknowledge their role as active partners.

Brazelton poignantly illustrated how the professional’s
approach to a parent can affect parental self-esteem and
thereby facilitate participation. He described how pediatric
residents were distressed by the fact that the teenage mothers
had no questions for the residents after an initial physical

~ examination of their new babies. When the residents fol-
- lowed Dr. Brazelton’s suggestion that they begin their con-

tact with a positive comment about the mother and her
new baby, the mothers had many questions (Brazeiton, TB,
personal communication). .

CONCEPTS AND TECHNIQUES FOR
COLLABORATION

Setting

It is assumed that it is usually important for the health
care professional(s) to meet with parent(s) separate from
the young child/patient (see below in reference to older
children). The setting in which such a discussion of the
child’s history or the clinical findings occurs conveys a
mutual participation model of communication when it en-
courages an active give and take among adults of equal
status.’ Practically speaking, this-means: (1) each participant
seated in an equally comfortable chair, (2) each seated
aduit’s eyes on the same level, (3) each seated at a conversa-
tional distance from the others, and (4) each being able to
take notes comfortably.** Accordingly, a separate office (or
seating area) with a desk and adult-sized chairs is more
appropriate than using an examining room (along with

-nearby medical equipment), a classroom, or a playroom with

furniture designed for young children. In addition, parents

“are entitled to uninterrupted privacy according to a prear-

ranged schedule that respects the value of their time as
well as the professional’s and allows sufficient time for
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_discussion wuh an opportumty to conunue 1f necessary at
another time.'®

When children are’ | 0 to 12 years old meeting with par- l

ents separately is not likely to be construcnve because it
creates the i zmpressnon that parems and the professxonal(s)
are on the same *‘side’" at a time in the child’s life when he’
or she is likely to need the health care professional as a
supportive ally or advocate ‘‘against’’ the parents. Because
such separate meetings also create the impression that the

clinician is communicating something different to parents-
than to the child. meeting with the parents-and the. child
together (while at the same time providing an opportunity

for confidential doctor/patient communication for the child)
will be more constructive as long as the professional, by
words and by action, focuses attennon on the chlld and the
chlld’s health care needs.’

Include Dad . L

Whenever possnble we need to. encourage the child’s
father to pamelpate A 1 too often. despite recent culturai
awareness of sexism. ‘‘mother’’ is expected to attend meet-
ings 'in reference to a child’s health as if she were at home
with nothing else to do-while her traditional husband’s work

-is too important to be interrupted by such trivial matters. In

that same scenario. the mother is expected to report to the
father so that he can provide his stamp of approval and pay
the bill.’ In a study of hundreds of Individual Education

Planning Committee mecungs regardmg specxal education

. &msessments both parents were’ present. in.only 9% of the

ectings
Involving the father, which may still require a specml
invitation to counteract stereotypical male behavior, com-

" municates that he too has an important parenting roie. In-

voiving fathers is especially important when parents are
expected to carry out or supervise compliance or participate

in a treatment program at home. Even when divorced fathers -

do not share in child custody, they can participate.
Traditionaily, fathers have not been actively involved in
the educational and health care needs of their children. By

. involving fathers from the start (including fathers who may

". not be living with their children), clinicians demonstrate to
children as well as their parents that fathers are imporant.

[t is not unusual for a4 boy to get the idea, based on his
obiservation of his mother and most of his téachers (usually
women), that school is girl’s work. At the same time, fathers,

- when confronted with a-child who is awkward and/or some-
what disappointing, are more likely than mothers to with-
draw their efforts to be with their son. This unfortunate cycle -
of disappointment, frustration and withdrawal can be aitered
by involving fathers from the beginning and letting fathers
know just how important they are. Fathers are usually very
responisive to this approach, often reporting that it is the first
time they have not feit left out by health professionals.®
Fathers of children with disabilities are beginning to get

attention, *‘Families and professionals now have the chance
to build new bridges. to .dramatically construct a vision
that gives fathers of children with disabilities recognition

and understanding, and most importantly, substantive

programs—not add- ons—that speak to dads unique
concerns.’ .
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How Many Professlonals"

In some mulndlscxphnary settmgs chmcal tmdmgs .md‘
recommendations are presented to parents at a '‘team’’
meeting in:which.every health care professional involved in -
the assessment of a child is present and has a turn at present- -
ing the findings-of his or her area of speciality. Some school
systems-convene similar mass meenngs when the specxal .
education assessment of a child is compieted because it is
erroneously believed that the federal law regarding special
education and related services mandates such meetings. Al-
though the federal law actually states that three professionals
must attend every ‘meeting (along with parents) at which -

individualized education plans are created. Cruickshank et

al’ found that an average of five professionals attended. and
sometimes-as many as 10 to-12 attended. Greater numbers

-were usually related to greater severity of a child’s dlsablhty

Most parents report feeling overwhelmed when the num-
ber of professionals exceeds the number of parents. Many
professionals. believe meetings that include many. profes- .

" sionals tend to contribute to a fragmented approach to the

child-and family rather than the integrated approach such

» meetmgs are supposed to Tacilitate.

For most parents, smaller meetings with-one or two key Yo

4’profe551onals are preferable. One of the professionals pres:

ent should be prepared to be involved in follow-up commu-

- nications. All such meetings.require thoughtful preparation:

the more professionals in attendance, the more cOmplicate’d?.
the planning process. Some parents ﬁnd the participation of
a trained parent advocate very helpful

'Planmng and Preparation

“Whenever possnble. it is helpful for profess:onals to com-

municate with parents in advance (for example. by telephone.
~or mail) about structural details such as meeting time, both

starting time and finishing time: meeting place (how to get

there, where to park, etc.); names and functions of partici-

pants; and agenda. Parents can have an invitation to modify : -

- -the agenda.

The professional team needs to prepare themselves for.

_meeting with parents. One person needs to be identified as!

the leader, the.person who will assume responsibility of
introducing (or reintroducing) each team member to parents,
for keeping the meeting focused on the agenda, and for
appropriate follow-up with the family. The team needs to
agree on the key messages they wish to convey and to
prepare who will and how to present them so the meeting

- can proceed without anyone being rushed. Ideally, the team .

can’learn to model such interpersonal skills as attentive:

* listening, mutual support, respectful give and take. and the
abxluy o help one another commumcate clearly.”

ParentslProfessionais “Partnership”‘ L .

Inasmuch as parents may have served oniy as-informants
in prevxous relationships with health care providers, the im-

; portance’ of their active pamcxpanon as observers and ex-

perts will need to be stated early in process. In situations
such as at the dxagnosuo center, when parents have prowded
a case history to another provider or at another setting, it is

helpful to apologize for the repetitiousness and to explain’
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the purpose of a case history in the cumrent context. In

addition, to counteract the common parental experience that
a case history is like a courtroom interrogation in which

parents are on trial, the health care professional can make -

clear that parents are not being judged on the basis of what-
ever they did or did not do and that it is unrealistic to expect
parents to remember developmental details for each child.
Parents need to hear that they are not being blamed. Rather,
one purpose of the discussion is for parents to share their
observations as well as their questions and concerns.’
Another technique to address parental worries about being
judged is for the health care professional to explicitly state

his or her empathy with the parents by acknowledging that -

parenting is always difficult and that parenting a child with
a disability can result in the parents feeling upset, frustrated,
angry, and discouraged (other human feelings are also possi-
bie). Similarly, the clinician can clarify in a supportive man-
nerthat parents probably would like to enjoy parenting
more.? Via such specific empathic comments, a clinician
conveys understanding of parental dilernmas and addresses
the common complaint -of many parents that health care
providers do not really appreciate the day-to-day challenges
of caring for children with health problems 6.2024.267

By acknowledging the ‘‘negative’" feelings parents expe-
rience, the clinician helps the parents become more active
because in the doctor’s office many parents believe they are
expected to be ‘‘mature,”” ‘‘objective,’”’ and stoic.

To do this, parents are likely to actively suppress their
feelings of frustration and worry. This process takes a great
deal of psychic energy which is then unavailable for active '
participation in the diagnostic process. The clinician begins
the process of freeing up this energy and thereby facilitating
communication and understanding by providing parents
with an opportunity to talk about their feelings and by re-
sponding with empathy and attention rather than with im-
-plied or explicit criticism, or impatience to get on with the
procedures.

"The clinician’s goal is not to cure parents of their frustra-
tions. Rather, as parents have an opportunity to express their
feelings to the doctor and to each other, new energy for the
task at hand becomes available. energy previously expended
on keeping these feelings hidden. In a sense, the parents’
emotional block to talking and learning is being treated.
During such discussions, parents need to be assured that
they are the most valuable people in their child’s life and
that they can be invaluable in ail effons on behalf of their
child.®
A useful technique for actively mvolvmg parents is to

inquire about parental observations, in everyday interac-
tions, of the child’s development in areas relevant to the
particular health concerns (such as hearing, language, motor
skills, memory, intelligence, reading, social skills, etc.) that
the clinician will be objectively and subjectively assessing

during the examination. This process also enables the profes-

sional to explore parental expectations in relation to the
child’s “‘problems’’ and their remediation and sets the stage
for connecting parental observations with specific clinical

- findings after the examination of the child.**# By linking
parental observations to clinical findings, the establishment
of shared treatment priorities by the pa.rents/professxonal ‘

“‘partnership’’ is facilitated.

In discussing clinical findings, health care professionals
need to speak in understandable language. Few parents. in-
cluding well-educated people, understand technical medical
and educational terminology. Professionals tend to overesti-
mate the level of understanding of aduits. For example.
Alpert and Wittenberg®"*# found that adult patients actually
understood only 29 of the 50 medical terms their physicians
had thought appropriate for conversations with patients:

When such treatment priorities require parental involve-
ment with their child in a program at home, the mutual
participation or partnership model can help prevent the pro-
fessional team from establishing unrealistic expectations
likely to lead to noncompliance. For example, although a
particular therapy program may require 30 minutes per day
of a parent and a child working together, the professional
can review how much time is actually available within the
constraints of everyday family life and begin with smaller.
more realistic increments of time. In this way, both parents
and child can begin the process by feeling successful rather
than feehng madequate to the task. Gradually, the * ‘part-
ners’’ can decide to increase the demands.’

DELIVERING BAD NEWS

A'Communicatingcliriical findings indicating that a child

* has a serious medical problem or dévelopmental disability

is a challenging parent education responsibility. There is no
way any practitioner can made the sad news about cerebral
palsy, mental retardation, or cystic fibrosis sound like good
news.” Instead. the professional can have the critical clinical
goal of providing parents with an opportunity to begin to
mourn the loss of the healthy, ‘‘perfect’’ child they had
anticipated and of facilitating the parents’ active participa-
tion in pareming 330 In this way, the clinician can continue
to be “*a healer despite his failure {to maintain health] .
He can initiate the healing process in the panem S deep
psychological wound."" -

One reason the task of delivering bad news can be espe-
cially difficult for a health care clinician is that it contrasts so
dramatically with health care situations that the practitioner
finds gratifying, e.g., successfully treating an acute medical
crisis.’*® [n the bad-news situation, the doctor, as weil as
the parents, can experience the situation as a tragedy. This
is especially likely when there is little the provider can do
to immediately improve the child’s condition. It is helpful
for clinicians to appreciate their own feelings of frustration,

~ disappointment, and sadness when they are unable to do -
what they do best. When unable to ‘*fix’’ the problem, the

clinician may erroneously believe that there is nothing that
he or she, as a health care practitioner, can do to help the
family or the child.” This is an unfortunate error because,
even as parents are faced with the inevitability of a child’s
terminal illness, there is a great deal the practitioner can
do to help the child, parents, and other family members.
‘*Helping patients deal with loss is one of the most difficuit
and delicate tasks we face ... all the more so because our
training places a premium on ‘doing something to the patiem

* rather than talking or listening. Emotion is dxscouraged in

favor of objective objectivity.”
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For some professionals particularly. some medical sub-
specialists and clinicians at diagnostic centers, delivering
" bad news to parents can be an everyday, relauvely routine,
task. In dramatic contrast, for individuak séts of parents,
hearing the bad news for the first time will be an experience.
never to be forgotten. Etched in_parental memories and
painfully reviewed again and again in the years to come.
this first encounter will. influence parental percepnons of
professionals, sometimes in irreparable ways.
Because of the magnitude of the impact this encounter

can have on parents. professionals must approach the chal-

-lenge with sensitivity and appreciate that the process will
take time. [t cannot be carried out in a constructive fashion

when it is presented by a standing protessnonal with one’

hand on the doorknob poised to go on to the next ‘‘case.’
Rather, it requires a step-by-step discussion wuh everyone
seated.

It is crucial to acknowledge that some professxonals are.

unabie to set sufficient time aside to be with parents for
this difficult interaction: others do not feel up to the task
temperamentally. Under such circumstances. the parents
will need a capable substitute who is prepared to take charge
of communicating the tindings on behalf of the team.

: Starting during the Case History

The time to prepare for the presentation of bad news is

during the case history. Ordinarily, during the case history,
the clinician knows quickly the probability that the child has

a serious problem. It is particularly important to explore

parents’ ideas about the etiology of various symptoms to.

learn about the parents’ understanding of the body and how
it works and to be prepared to correct misconceptions later.

Step-by-Step Presentation

The bad news will be upsetting no matter how it is pre--

sented. However, the practitioner can present the findings
ina thoughtful step—by step manner that takes into account
the parents’ predictable shock and' distress and provndes
appropriate parent education information.

By beginning with' a review of the parents’ observations .

and concerns voiced during the case history, followed by

the clinician’s observations that confirm or clarify ‘those

of the parents, the clinician gradually can move on to the
.diagnosis and prognosis. For example, with a l-year-old
infant with cerebral palsy and a hearing impairment, the
clinician can review the parents’ observations about the
child’s delayed motor development or apparent inatten-

tiveness. He or she can then describe examination findings -

that support the parents’ observations. Then clinical findings
(such as retlex abnormalities and electroencephalography
results) that go beyond parental observations can be de-

scribed. beginning to explain the internal, systémic condi-

‘ . tions that cause the child’s observable behaviors. One
_principle of parent education is. that the clinician’ begins
w:th externally observable behaviors, then takes the parents

“‘inside’” the child’s body, and explains the relationship of -
internal processes to observable behavior in lay terms, with-.
out using the specific diagnostic terminology. The reason’
for not yet using the specific diagnostic term is to facilitate .

KLElN

JDBP/June, Vol 14, No. 3

the maintenance of the parents -attention while linking pa--
rental observations with clinical findings.”

- The clinician must present the specxﬁc ‘bad news in the:
form of technical diagnostic terminology. Some prac-
titioners, wanting to ‘‘protect’’ parents from: the pain and
distress likely to be associated with diagnostic terminology,
may communicate via euphemisms or postpone using clini-.

- cal terms.”** However, as parents usually are aware that
- something is amiss.and are worried about it. avoidance of:
direct discussion by the practitioner is not helpful: it leaves

parents fearful and uncertain.
More specifically, without the specific terminology, par;:
ents are cut off from three valuable sources of information.

; First, the clinician, by speaking openly about the diagnosis.:

can more easily discuss the possible future problems and
how 10, cope with them.” Second. parents will be able to-
educate themselves via parent education materials, whichs
are categorized by diagnostic terms. Third, because parent
support groups are likely to be organized according to diag-,
nosis, parents without diagnostic information cannot learn
from other parents with similar children.® »
When parents have heard the dmgnosns the clinician must
take the time to explore the parents’ reactions, worries,”
and fears. Diagnostic terminology is loaded with emotion:
and mystery. Professionais need to listen 1o parental wors
ries about the terminology and take the time to explain the

_meaning of the terminology for the specific Chlld bemgg ‘
discussed.”™

Parental Dlstress i

‘When faced wnh the mformanon that achild has a dlsabxl-
ity or serious iliness, the average, mature, mentally healthy
parent will be very upset. Distress. is an understandable.
healthy reaction. However, parents and. unfortunately,
sometimes the chmc:an. may feel that parents’ emotlonal
dnstress. fears, and concerns about the future are not relevam

_subjects for the doctor-parents’ encounter. Parents and/or

the doctor may believe that the “healthy” way for parems
to react is to suppress feelings and act in a stoic fashion.™:

As described -earlier, when parents suppress fears and.
distress, a great deal of psychic energy is consumed. ® A
parent, working hard to keep feelmgs and worries inside;.
has very little energy available to pay attention. listen, and

‘léarn the vital information about the child’s condition that.

the health care professional can provide. Instéad. the prac-
titioner now has a parent with a temporary learning dlsabnhty
caused by emotional stress. Because the parent is upset
and preoccupied with inner distress in regard to the child’s
diagnosis, he or she is unable to learn whatever the clinician
wants to teach. A valuable techmque at this stage is to say
to the parents, “‘cerebral palsy is a fnghtenmg term.”’ A'
statement of this kind provides explicit permission for par—
ents to be fnghtened ® It communicates to parents that it
is a normal,- human reaction to be frightened by technical
terminol ogy and especially terminology that suggests a child
has a serious problem 7 Without explicit permission and;
encouragement, a parent, may feel embarrassed by the way

~ he or she feels, silently suppress feelings, and pretend [0 '
.understand the doctor’s educational presentation when, m ;
- fact, he or she is unable to pay attenuon
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This critical stép of \acknowledging parents’ probable re-

actions gives parents the opportunity to talk about shock,

fears, sadness. and even anger at the clinician providing the
diagnosis. Parents need a chance to voice fears, worries, and
questions to a clinician who conveys that it is acceptable to
be upset and to say so. This enables parents to begin the
emotional reaction to loss: the mourning process.” -**For
most sad patients, you accomplish a major therapeutic act
by simply allowing the patient to release feelings ... you
fuifill your professional role by simply providing a setting
in which the patient can comfortably express and reflect.’’"

It is important to keep in mind that parents’ upset, confu-

sion. anger, and questioning behavior (such as questioning

the doctor’s competence and repetitive questions about the
diagnosis itself) are all primary manifestations of anxiety
rather than hostility. Accordingly, it can be productive for

the clinician to say, ‘'l can appreciate how frightening it is’
to hear this news about your child.”” Or to say, *‘I can

appreciate that you must have all kinds of feelings, including
very angry feelings about getting this news.”’*

. By empathic comments, the clinician explicitly informs
parents that strong feelings are permissible and acceptable;
the clinician validates parental emotions. Parents need to
hear that, under the circumstances, it is normal to have many
troubling feelings at the same time: fear, sadness, anger,
hopelessness. Parents also need to know that the practitioner
is willing to listen patiently and will not criticize any emo-
tional reactions.” After parents describe their feelings, the
clinician gradually can provide the educational information

parents need to understand the diagnosis, to reduce the level -

of distress, and to begin proper action to meet the needs of
the child and the family.*®

By encouraging parents to discuss their emotional reac-
tions, the clinician helps parents begin to mourn.® It is
heipful to explain to parents that they are likely to experience
a wide range of emotions because they will be going through
the mourning process. At the same time, by manner and
words, the clinician communicates that ‘[ will stay with

you and, over time, help you learn everything you can to

facilitate your parenting.”” The phrase ‘‘over time’” is criti-
cal as the mourning process does take time. Giving lip ser-
vice to a mourning process does not bring it to an end. It

will take time, during which parents will need continued

attention and concern, preferably from the clinician who
delivered the bad news.®

Hnghly trained heaith care professionals dedicated to im-
proving health and addressing acute health care problems
may have difficulty with the approach described above and
with parents who are upset. Often, taiented professionais
perceive parental distress and feel upset themselves by the
- magnitude of the parents’ situation. As a result, they cope
with their own personal discomfort and believe they are

- meeting parental needs for information by immediately pre- .
senting a thoughtful **lecture’’ to parents about the diagnosis

and prognosis. In this way, the professional is likely to feel
- better because he or she is in control and reassured of his
or her expertise. The clinician also may assume that as a
result of the valuable information conveyed, parents will
understand the child’s condition and feel better as well.

[nstead. parénts suffer quietly and say flittie. They feel em-
barrassed about being upset—-and additionally embarrassed
for not understanding the ‘‘lecture.”” Surely. parents need a
great deal of information; the issue for the clinician is the
dosage and timing.”

Denial and Anger .

Denial is part of the mourning process: denial is a reaction

to anxiety. If a clinician pushes harder 10 make a point that
a parent denies. the parent’s anxiety, as well as the denial.
will increase. The more effective technique is to address the
cause of the denial itself; namely, to talk more with the
parent about how frightening and upsetting the bad news
can be.® ,

By specifically encouraging the parent to talk about feel-
ings of anger about the bad news, the clinician helps prevent
the clinical depression that can occur in parents as they try
to cope with the birth or the initial diagnosis of a child with
a disability or serious medical condition.”®® When angry
feelings are tumed inward because there is no opportunity
to express them outwardly, depression can result.® By ad-
dressing parents’ feelings, the clinician also has an opportu-
nity to help parents regain their self-esteem and thereby help
them remain active participants in the treatment process.

The professional also can help the parents by explaining
the value of verbalizing to one another the wide range of
feelings each parent is likely to experience in the months to
come—including the feeling that they are *‘going crazy.”
Parents need to know that experiencing such feelings is part
of the moumning process.and that it is in their own best
interest to be able to speak openly about their reactions with
their loved ones, as well as with caring professionals. At the
same time, as a way of preparing parents to be understanding
of each other, it can be helpful for parents to be reminded

- that individuals in mourning can be difficult to be with and

may act or speak in troubling ways.®

Touching

Although some advocate physical touch as a technique
for comforting, | suggest caution for three reasons. First, it
is unlikely that we will be cognizant of specific familial and
cultural styles and meanings in relation to touch. Second,
because inappropriate touching by psychotherapists, physi-
cians, clergy, and other authority figures has received a great

deal of publicity recently, I believe that touch in a clinical

setting is now more likely to be misinterpreted. Third, more
and more clinical literature indicates that many, many adults
have been physically and sexually abused and, therefore,
they too may be vulnerable to well-intentioned touching.
Instead, 1 suggest we put our messages into words; via
empathic language we can ‘‘reach out’’ in very meaningful
ways.,

Support Groups

The professional team also has the responsibility of ex-

plaining that parent support groups can provide emotional

support and practical information very effectively, often far

more effectively than any professional. By becoming a par-

ticipant in parent groups, parents no longer feel isolated, can
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share their gnef and can !eam pracuca] soluttons to every-

day challenges.
To connect parents wnh groups. professmnals need to be

knowledgeable about appropriate local and national groups. ‘

As experienced parents have pointed out, professnonals may
be asking too much when they expect upset parents of a
newly diagnosed child to have the energy and .courage to
contact a group. Rather, wnh parental permission, the team

" can have the group reach out to the parents (Greer M, per- - E

sonal commumcanon)
Written Reports

" Under the best of circumstances, well-intentioned, intelli- -
. gent parents are unlikely to remember everything communi-

cated verbally by the health care professional.”® Encouraging

parents to take notés or to audiotape meetings can be helpful, -

but a more effective approach is to prepare a written.report
(using language understandable to lay persons) for. parents
summarizing the discussion in the meeting, including the
clinical findings. the diagnosis, and specific recommenda-
tions. Beside helping parents (and clinicians) remember the
discussion and thereby preventing the normal distortions in
memory that occur, such reports often can be more valuable

“than technical clinical reports for other professxonals unfa-

miliar with d:sc:plme-specxﬁc Jargon

TRAlNlNG

Although it has been said that “the abxhty to deal with
and communicate bad news . . . should be studied. practiced:
and critiqued no less than the more technical skills,”' few
health care settings actually provxde opportunities for sys-
tematic practicing of orai or written communication skills.

Whereas meeting parents and interacting with them in a
classroom or clinical seminar is valuable, there is no substi-

tute for practice for learning specific techniques.

I have used actors and actresses playing parents to provide
practice, instant replays, and immediate feedback to student
clinicians. Individual students are videotaped delivering bad

news, and the tapes are reviewed and critiqued in small
group discussions. People with acting training are likely to

be uniquely perceptive about the details of an interpersonai
encounter and able to respond to content as well as process.
Discussing the proper dosage of information and the best

sequence in which to present it is another useful exercise.’

Trainees need to sort out the information considered crucial
and determine how to present it in a thoughtful, understand-
able manner. They may need to be reminded that the “‘lec
ture’* method is not the most useful format for *‘teaching.”
Writing to educate parents (or patients) also requires prac-

~_tice. Although we may. require students to write referral

" fashion,
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letters to coileagues or clinical reports for medical re-

cordkeepmg I am not familiar with any specific efforts to
train professionals to write for parents. My ‘observations..

"based on forcmg students 10 write letters to patients they

have ‘seen’’ via video. indicate that some of oyr well-

educated students have learned to write very complicated,
-lengthy sentences and paragraphs that are difficult o com- .-

prehend. Others write as if they have never had to write -
complete sentences. Modern word processing equnpment i
with good memory can facilitate efficient report writing, but

[ am very concerned about the need to teach professionals
how to “‘input’”’ their knowiedge m an understandable :

3‘;

Finally, one of our greatest challenges for training is to

“appreciate the powerful messages conveyed by modeling in -

the clinical setting. In the current health care context, where

" so many external factors can detract from good care, each -

of us can try to maintain high quality care and understanding -
for parents and be as clear as we can {0 our students about ,
the compromises we may make. ’

~ CONCLUSIONS

[ ‘have presented teachable concepts dnd techniques for .
communicating with'parents Unfortunately, selling the need
to teach and practice such content continues to be an uphill -~
struggle. In closing, let me share a list written by a parent -
about what parents need from professionals, a list of pnncn- !
ples that we can try to teach:

~ ® A supportive relationship over time that allows for
changing needs, strengths and external realities as well as =
recurrent feelings of helplessness and not-knowing, - S

‘& A wide view—but one that is also concrete and focused )
and provides information and tools {practical and emotiopal}
to make the xmmednate more workable and the fucure more -
predccmble

@ Validation for current feelmgs along with the recognl-
tion and assurance that they will not always be the same.

® Respect for a parent’s courage to experience and with-"
stand enormous fears, pressures and unknowns however

* these are being expressed. ’

® Willingness on the part of the professzonal to ﬁnd out’
and not assume or ‘label where a parent is.

® Help in sorting out feelings and fears about how things
will be from the. facts or possibilities that.may be fuller or
different.

_ @ Help with and ongoing reworking of hopes and expec-

tations that is both challenglng and supportive, grounded in -
reality, yet leaves room for feelings and dreams. ¥ o

ot
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conveying a serious diagnosis to patients and parents.

How to Break Bad News: A Guide for Health Care Professionals by Robert
Buckman. Johns Hopkins University Press, Baltimore, MD 1992,
This excelient new book. a collaboration by an oncologist and family
psychotherapist, presents a protocol for breaking the news to adult pa-
tients. Issues raised as weli as protocol and examples are applicable to
communication with.parents. '

Your Child's Recovery—A Parent's Guidc for the Child with a Life-
Threatening Iliness by Barbara A. Dailey, New York Faets on File, Inc
1990,
‘*An excelient resource for families .
pediatrics, child psychiatry, nursing, and social work . .,
book review on page 200).

. rich resource for trainees in
teachers'” (see

Are There Good Ways to Give **Bad News''? by Gloria L. Krahn, Ph.D.,

Ann Hallum, Ph.D.. and Cetrelia Kime. M.A. Pediatrics. 91:578-581, 1993.
Mothers and fathers of 24 infants with a recently diagnosed disability
_were interviewed regarding their preferences for how to be told the
- “*bad news.”’ Recommendations for how to present **bad news'’ can be
concisely drawn from the findings.




| |
TFXCEPTIONAL

PARENTING
Your
CHILD
Wit A
DisaBILITY

EDITORIAL MISSION

To reach out to parents
of children with disabilities and special health care needs, so they can participate in a
network of caring parents throughout the world.

To empower mothers and fathers

by providing practical information and emotional support from other

parents, knowledgeable people with disabilities and thoughtful professionals, enabling
_ parents to:

e Appreciate that they are the most important experts in the lives of their children;

e Embrace the exhausting and often thankless job of parenting, always remembering

that the child with a disability is, first, gﬁhﬂ_d_,,

- Develop parenting skills to cope with the day-to-day challenges and joys of nurturing
a child with a disability, and prepare to meet the challenges to come;

o Become conﬁden;gd,vgcates for the needs of their children and their families;

e Learn to be informed consumers, able to collaborate with professionals in selecting
the best possible products and services;

e Prevent burnout, by also attending to their personal needs.

To energize parents )
to join local, state and national organizations dedicated to active community participation
for children and adults with disabilities, and their families.

To share ideas and experiences
so that parents, professionals and other advocates can learn from one another ar another and better

collaborate to serve all children and families.

Stanlvéy D. Klein, Ph.D.
Editor in Chief

120 State Street ® Hackensack, NJ 07601-5421 e (201) 489-0871 e Fax: (201) 489-1240



EkCEPrIONAL

PARENTING
Your
CHID

- WnHA
DiSABILITY

READERS’ NEEDS

............ ChildNeeds ...

Activity Some Complete

Help Assistance
Toileting : 26% 57%
Eating 38% 34%
Bathing 29% 60%
Grooming 30% . 63%
Dressing 30% 58%
Communicating 41% 40%
Mobility _ 28% 30%
Travel 26% 67%

Source: Human Services Research Institute Cambridge, Mass.

120 State Street @ Hackensack, NJ 07601-5421 e (201) 489-0871 e Fax: (201) 489-1240



| ,
EXCEPTIONAL

PARENTING
YOur
CHID

WitH A

DisABILITY

IMPORTANT DEMOGRAPHIC STATISTICS

‘® Readers saving ALL ISSUES .o S 66%

® Average housebhold iNCOME............o..oveemrosrinninsriirarenriesiiesissrcens $56,000+
® Require special aids and equipment.....................oe... ...65%

® OWN PEFSONAL COMPULET ......covoeoooeveveeveesevesereversverenesesssseseesennan 48%

@ QUM VAN oo sereessees s sesees s sessensesres s 21%

® Own bome .................... 85%

® Purchased adaptive aids for their QULO..............oeorvevceencnn. 24%

® Made bome adaptations/alterations................overneeer. 37%

® Purchase special bealth foods...........cveun... SRRSO 31%

120 State Street ® Hackensack, NJ 07601-5421 e (201) 489-0871 # Fax: (201) 489-1240



PRESIDENT’S STATEMENT

Child-rearing is a vital and difficult task; unrecognized and unsung perhaps because it is so
universal. Even more vital and much more difficult is the task of raising a child with a dis-
ability.

Exceptional Parent magazine provides straightforward practical aclvice, emotional support,

and useful information stripped of professional jargon. Our editorial focus is on information

that is useful, sensitive, and compassionate . . . in essence, “information that matters from
eople who care”.

The child is our main concern. The disability is secondary. Because of this, we are careful
about vocabulary.

We believe that parents are the key experts on the lives of their children. Our focus is on real
people with real problems and real concerns . . . people like our readers.

We concentrate on what parents can--not should--do, presenting differing opinions objectively
without taking sides. Many articles are written by parents or people with disabilities, illustrat-
ing how “exceptional” people cope with extraordinary challenges.

Exceptional Parent approaches advertising as information important to its editorial content. It
is an added value to our publication and its editorial message.

Our readers know they can rely on Exceptional Parent to respond directly to their needs,
whether that’s by networking with other parents, following important trends and issues, or
learning about products and services that can aid themAamhelping their children.

I Viling snh.

Joseph M. VAenzano, Jr.
President & Publisher

120 State Street @ Hackensack, NJ 07601-5421 e (201) 489-0871 e Fax: (201) 489-1240



[~ '
EXCEPTIONAL

PARENTING
Your
CHILD

WitH A

DISABILITY CONTACTS

Stanley D. Klein, Ph.D.

Co-founder, Editor-in-Chief
209 Harvard Street, Suite 303
Brookline, MA 02146
Phone: (617) 730-5800
(800) 852-2884
Fax:  (617) 730-8742
Contact: Valerie Steele, Assistant to Publisher

Joseph M. Valenzano, Jr.

President & Publisher
120 State Street
Hackensack, NJ 07601
Phone: (201) 489-0871

(800) 372-7368
Fax: (201) 489-1240
Also located in Hackensack, NJ office:
Kerry J. Cannon, Vice President, Sales
Terri M. Sutera, Vice President, Marketing
Lawrence A. Qualiano, Vice President, Production
Fred Ballerino, Vice President, Distribution
Robert K. Hopkins, Jr., Director, Organizational Relationships
Kimberly Tuzik, Circulation Manager

Customer Service/Subscriptions
Exceptional Parent

P.O. Box 3000, Dept. EP

Denville, NJ 07834

Customer Service: (800) 562-1973

New Subscriptions only: (800) 247-8080

Reprints*

The Reprint Dept.

275 Hess Boulevard, First Floor
Lancaster, PA 17601

Phone: (717) 581-5000

Fax: (717)581-8116

*for 500 copies and above. For smaller quantities contact publisher.

120 State Street ® Hackensack, NJ 07601-5421 e (201) 489-0871 e Fax: (201) 489-1240



L
FXCEPTIONAL

PARENTING
Your
CHID

Wit A

DiIsABILITY

STANLEY D. KLEIN, PH.D.

Co-founder, Editor-in-Chief

Stanley D. Klein, Ph.D., is Co-founder, Editor-in-Chief of Exceptional Parent, the magazine
Ann Landers has called "must reading for all those with a handicapped child."

Dr. Klein, a clinical psychologi d educator, founded Exceptional Parent in 1971 with two
colleagues. Dr. Klein is Professor of Psychology and Director of the Counseling Service at the
New England College of Optemetry in Boston. He also serves as a Research Associate in
Medicine at Boston's Children's Hospital where he teaches pediatricians about working with
parents of children with disabilities. ‘

Dr. Klein received his Ph.D. in Psychology from Clark University in 1963. He was a Phi Beta
Kappa graduate of Lehigh University.

Dr. Klein is the author of Psychological Testing of Children: A Consumer's Guide and co-editor
of The Disabled Child and the Family: An Exceptional Parent Reader as well as It Isn't Fair!
Siblings of Children with Disabilities.

Dr. Klein is married and is the parent of two children.
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JOSEPH M. VALENZANO, JR.
President & Publisher

Joseph M. Valenzano, Jr., has spent over 20 years in the publishing industry, holding senior
executive positions at McGraw-Hill, Elsevier, Thomson and Medical Economics. He is a for-
mer Chief Financial Officer, as well as a line operations officer in charge of manufacturing,
distribution, information systems, marketing and circulation. Mr. Valenzano has served as a
consultant to several leading publishing, communications and health care companies in the
areas of mergers and acquisitions, divestitures, financial systems, manufacturing and produc-
tion, and strategic and tactical business planning. In addition to launching publications, he
has worked with several well-known investment banking firms specializing in IPO's and
other financings for the publishing and health-care industries.

Mr.Valenzano received his bachelor's degree in economics and history from Upsala College.
He also holds an MBA in Finance & Management from Fairleigh Dickinson University. A
Certified Management Accountant, Mr. Valenzano was awarded an Advanced Professional
Certificate in Accounting and Information Systems from the Graduate School of Business at
New York University.

A frequent speaker at publishing industry conferences, Mr. Valenzano has also written and
published several articles on financial topics including mergers and acquisitions, divestitures,
budgeting, strategic planning and new business development.

For the past 20 years, Mr. Valenzano has taught courses in business strategy, finance, cost
accounting, marketing and management organization at both the undergraduate and gradu-
ate school levels. He designed the curriculum and text for The Advanced Publishing Studies
course in Publishing Finance offered by New York University and serves on NYU's faculty at
the Gallatin Division, School of Advanced Publishing Studies.

Mr. Valenzano is married and is the parent of five sons. He lives in Bergenfield, New Jersey
with Pat, his wife of twenty two years.
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PROFILE OF READER: USA AND CANADA

e Parents of children with disabilities

e Health care professionals: Occupational Therapists; Physical
Therapists; Speech Pathologists

o Educators: Special Educators; Early Intervention Specialists;
College Faculty

o Physicians

o Waiting rooms: HMO's; Hospitals; Physician offices; Clinics
e Associations

e Shows, Exbhibits, Conferences, Seminars

o Government agencies

"Twenty-Two Years Of Growth"
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1990
1985
1980
1971
L]
5,000 10,500 22,000 34,000 50,000 60,000
Total

*This does not include pass-along readership.

Contact: Circulation Manager Kimberly Tuzik (201) 489-0871
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