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“ God writes the gospel not in the Bible alone but on trees and flowers and
clouds and stars.”
Martin Luther

In profound gratitude for the countless service providers who dedicate their lives
to the care of individuals with intellectual disabilities. In 1973, Volunteers of
America began services to the Intellectually Disabled in New Orleans, Louisiana.
Forty years ago they served approximately 25 individuals in 3 groups homes.
Today, a staff of 250 dedicated service providers, serve 66 individuals in 9 group
homes and support 128 individuals in independent living.
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Introduction: What we wanted to know
In March, 2009, Volunteers of America Greater Baton Rouge was awarded
a grant by Volunteers of America’s National Endowment Fund to assess and
address the spiritual needs of people with intellectual disabilities with the ultimate
goal being enhanced understanding and expertise in assisting those we serve
achieve their full potential as spiritual beings, and to address the gap in
knowledge and practice, as it applies to the provision of services by Volunteers of
America and other provider organizations.
In this report, resource material, and video files, we will identify and
describe the current state of knowledge and expertise in addressing the spiritual
needs of persons with intellectual disabilities, as found in the professional
literature and in practice in the field. We will report on the findings of practices
we have disseminated to our colleagues within Volunteers of America-Greater
Baton Rouge and evaluate promising models and practices discovered in our
pilot.
This guide will aid Volunteers of America affiliates and other
organizations to better assess the spiritual needs and goals of persons with
intellectual disabilities and provide appropriate supports to meet those needs and
goals, both in terms of individual spiritual development and community
engagement.
As a nationally recognized provider of services to persons with intellectual
and developmental disabilities, Volunteers of America has long been dedicated to
the principles of person-centered planning which focus on an individual’s
strengths, interests and desires in facilitating and supporting the growth of their
personal independence and community participation. Our mission statement,
calling us to “reach and uplift ALL people,” makes no distinctions about level of
intellectual or emotional functioning or conscious expression in helping our
fellow human beings to reach their full potential physically, mentally, and
especially spiritually.
Assessing and responding to the spiritual needs of those we serve,
however, can be especially challenging when working with individuals with
significant disabilities--because of the subjective nature of spirituality, because
our ability to recognize spirituality in a person may be blocked by difficulties in
communication; and because our own preconceptions about spiritual experience
may blind us. (Coulter, 2001)
As the Greater Baton Rouge affiliate began to consider how the
important and challenging goal of appropriately addressing the spiritual life of
individuals with disabilities might be accomplished, we conducted a cursory
review of the literature and subsequent discussions with professionals in the field.
We discovered that while some important work has occurred in addressing
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the spiritual needs of persons with intellectual disabilities (Prins, G. 1994 &
Schurter, D. 1994), very little was available by way of descriptions of existing
models of providing spiritual supports or advice to service providers in
developing such practices. While such models and practices may exist in the
provider community, perhaps even within the Volunteers of America family, little
has been done to identify and develop them for replication.
To a large extent, in addressing the spiritual life of those we serve,
Volunteers of America, like most organizations providing services to persons
with intellectual disability, focuses on determining what, if any, religious
affiliation may be identified, whether and what kind of church/synagogue/mosque
attendance might be desired, and how supports might be applied to facilitate those
desires. This is natural since religious affiliation and church attendance are often
the most objective and easily identified aspects of an individual’s spiritual life.
Relying on religious affiliation and church attendance to assess an individual’s
spiritual needs and desires, however, is problematic on two fronts.
First, while acknowledging that enabling individuals with intellectual
disabilities to engage in typical forms of religious expression and to participate in
the life of a faith community is important, William Gaventa (2006) and others
have pointed out that spirituality is a broader category than religion that may or
may not be lived out in the context of a specific faith community. In advocating
that the 2002 AAMR (now AAIDD) definition of mental retardation be expanded
to include a dimension that reflects spirituality as a basic and pervasive dimension
of human life, Gaventa observes that “the implication for both research and
practice is that assessment needs to be more sophisticated than simply whether or
not one goes to church, synagogue or temple, wants to go or not, and has the
appropriate supports to do so.”
Secondly, as religious affiliation and church attendance continue to decline
among the American population-at-large, familial tradition and past religious
practice will be decreasingly available to guide assessment and the development
of spiritual supports. (Huitt & Robbins, 2003)
What is needed then, according to Gaventa (2006), is a view of spirituality
that would encourage “assessing and defining gifts and strengths more carefully,
exploring understandings of vocation, calling and responsibility to the
community, and providing clearer guidelines and models for assessing
spirituality, supporting choice and changing practice.” He points to George
Fitchett’s 7X7 Model for Spiritual Assessment as one approach that, in
recognizing the full complexity of spirituality, is much more sophisticated than
the AAIDD assessment process and holds promise for developing a more holistic
approach. (see Resource Guide for diagram of 7X7 model)
Gaventa also identifies the need for the development of a professional ethic
among providers of services that takes seriously its role to sustain and support the
spiritual lives of people with intellectual disabilities. This project and its ensuing
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implementation at the affiliate level represents Volunteers of America’s desire to
address that need.
Because of our unique identity as both church and service provider,
Volunteers of America has a special responsibility to ensure that the spiritual
needs and goals of those we serve are fully addressed. In the “Affiliate Ministry
Plan” portion of its strategic plan Volunteers of America Greater Baton Rouge
declared its intention to expand and enhance its ministry to persons with special
needs, especially those with intellectual and developmental disabilities, along the
lines advocated by Gaventa, “… by developing and implementing an affiliate
wide standard that ensures that all programs and services respect and support the
religious/spiritual preferences and practices of consumers---” The plan further
states that “the religious/spiritual preferences and practices of each consumer will
be addressed in the routine process of conducting needs assessments and
developing service plans in order to support them in their preferred path of
spiritual growth.”
Furthermore, with our commitment to Servant Leadership, it logically
follows that by incorporating policy and procedures that enhance our consumers’
spiritual expression, we can then be leaders in advocating and advancing this
model to other service agencies.
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Guiding Principles
Dr. Erik Carter (2007) identifies the following as core values that might
lead agencies and organizations to support spiritual expression by persons with
disabilities:
Universal Aspirations: People with disabilities have the same
dreams, hopes and aspirations as their non-disabled neighbors.
Every person should have the freedom and supports to pursue the
life they envision for themselves.
Community Inclusion: Full participation in the community for
people with disabilities should be the ideal toward which agencies
and organizations strive.
Natural Supports: The ways in which people are assisted in
pursuing their dreams and becoming fully engaged in their
communities makes a difference. Cultivating and connecting
people with disabilities with the same sorts of supports that nondisabled people rely on; family, friends, church members and other
informal associations helps them to participate more fully in their
communities than does an over-reliance on service providers and
other professionals.
Self-Determination: People with disabilities, like non-disabled
people, should make their own decisions about their lives; where to
live, learn, work and even worship. Supporting self-determination
must include consideration of people’s spiritual experiences as
well as their choices about how or if they wish to express their
spirituality.
Quality of Life: Because spirituality is an important dimension of
quality of life for many people service providers must ensure that
this dimension is being addressed and supported by someone.
These core values inform our efforts to take seriously the need to
better understand and address the spiritual needs of the people we serve.
Spirituality, spiritual growth, and religious expression that respect a person’s
history, tradition, and current preference or choice are rights that should be

honored and supported by Volunteers of America, as should be the choice of
non-expression or non-participation.
Because spirituality is an important part of human experience, Volunteers
of America should offer training and education to staff, volunteers and the
community-at-large regarding the spirituality of those we serve and our role(s)
in supporting the free expression of that spirituality.
“Spirituality” is broader than religion. (see Resource Guide for
definition) Many people experience and express their spirituality through the
practice of a particular religion and participation in a faith community.
However, spirituality refers to the affirmation that all human beings have within
them a spark of the divine. “When we seek to see in the other person that spark
of the Divine that is the ground of our own spirituality, when we share our
spirituality with another and experience that person’s spirituality as valuable as
our own, then we may begin to see the love of God reflected in the eyes of the
other person.” (David Coulter, MD) Our goal is essentially about encounter: It
is about loving our neighbor as our self, about coming face to face with “the
Other” and realizing that the face looking back at us is the face of God.
How do we support the interests, choices, and dreams of people with
disabilities, including those related to faith and spirituality? We must be
thoughtful and deliberate about recognizing and honoring the preferences,
strengths and aspirations of the individuals we serve in meaningful ways.
This Research Report and Resource Guide will help service coordinators,
direct care staff, and others to meet the spiritual and religious needs of the
people they serve and make sure those needs are met in meaningful ways.
Below are some of the major conclusions we reached when we talked with
experts, researched the literature and worked with program staff and consumers
on this project:
 It is important to plan. Areas like faith, spirituality, and congregational
participation must be addressed on purpose or they get overlooked too
easily. .
 It is okay to talk about and work on spirituality. For a variety of reasons,
service providers are sometimes hesitant to address this aspect of people’s
lives. In fact, spirituality is a domain that is already listed on the Individual
Program Plan (IPP) to consider during planning.
 This may be new territory. Service coordinators often wonder where to begin
or how to proceed. Families have thrown up their hands in frustration.
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Providers might have been uncomfortable in this role. This guide is full of
very practical tools you can use to navigate this important part of the lives of
the people you support.
 There is no single right way. For some individuals, identifying their valued
outcomes simply involves asking them. For others, it will take some careful
and thoughtful steps to discover their valued outcomes. (defined in Resource
Guide) Because there are many different ways to discover what a person
wants for their lives, this guide gives you the latitude to choose the best way
to gather information for a particular person.
 This is a process. Understanding what a person wants for their lives can take
time. As with any area of a person’s life, the process of planning and
supporting should be ongoing. We learn more about people’s dreams and
goals over time as we get to know them and they get to know us.
 People express their faith differently. Like everyone else, people with
developmental disabilities will express their faith and spirituality in a variety
of ways. The goal is to support people in making their own choices about
what is important for their own lives.
 Spiritual Assessment and Expression are ongoing. Spirituality is a journey.
It is an ongoing process as people’s values and preferences sometimes
deepen or change over time. Anticipate that working toward a valued
outcome around spirituality will not be a one-time event or just one kind of
activity.
 It should be easy. When a person has indicated an interest in expressing their
spirituality, making the connections and supporting him/her to enjoy the
experience should be easy and rewarding.
 It isn’t for everyone. For some people, spirituality and involvement in a faith
community won’t be valued outcomes. The key is to listen to people, learn
about their lives, discover their dreams, and find out what they want for
themselves.
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Research and Development
We began this exploration with questions. In his book,
“Including People With Disabilities In Faith Communities: A Guide For
Service Providers, Families & Congregations,” Dr. Erik Carter suggests that
service agencies should engage their employees in an honest discussion about
their values and practices as it relates to supporting the spiritual needs of the
people they serve. The general questions he recommends beginning with are:
“What are we doing well now? What can we do better? What could we be doing
differently? What can we begin doing now that would get us started toward
these goals?”
Specific to our context, we asked ourselves and others within Volunteers
of America questions such as: “Given the mission statement of Volunteers Of
America are we reaching and uplifting ALL those we serve to a greater
knowing of God? Are our policies and procedures assuming and supporting the
intrinsic value of spirituality in the lives of the individuals we serve? As to our
services and programs to support people with intellectual disabilities, have we
sufficiently explored the spiritual needs of those we support and are we
addressing those needs? If not sufficiently, are there other agencies or programs
doing so that we can learn from?”
We first looked for answers to these questions within our local affiliate.
As we studied the approach our local affiliate used to assess and address the
spiritual needs of individuals with ID we discovered that the individual program
plan asked only if an individual attended church and would they like to continue
doing so. This question was included in the social needs category. There were
categories of needs that did not include a separate line item for spirituality. Due
to staffing limitations, the only opportunity for individuals to participate in a
faith community was if they all agreed to go to the same church. Well-meaning
direct care staff would include the consumer in their Sunday services. When the
staff member left our employ, the individual just stopped going to church. In no
instance was spirituality explored beyond a faith tradition.
As we looked outside of our local affiliate to other VOA programs, we
made similar observations/heard similar accounts. When there was a
supplemental program associated with a local church, it was invariably a
Christian church.
Finally, when we asked about the profoundly disabled and their spiritual
needs, there was a void in the approach. It seemed an overwhelming task to
assess the spiritual needs of a non-verbal, profoundly disabled person.
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Generally, we found that when we asked about spirituality, no one had a
language for assessment without framing the answer relative to a faith tradition.
That faith tradition was almost always Christianity.
In summary, as we interviewed key staff and asked many of these
questions, we discovered that the vast majority of the answers fell short of the
fulfillment of our beautifully crafted mission statement to reach and uplift ALL
by making sure that this policy is woven into all of our programming. This
project sought to and found remedies to these shortcomings.

Methodology: How we discovered solutions
At the end of this report and resource guide you will find an annotated
bibliography and resource list to assist you in further study of this important
research on spiritual inclusion for the intellectually and developmentally
disabled. For now, we will focus on the four primary sources of our
discoveries, the experts; Bill Gaventa and Erik Carter, Heritage Christian
Services, and The Spirit Project.
Our research of the literature began to identify the experts on the topic of
spirituality and intellectual disability. The obvious front runner in this field is
Bill Gaventa, M.Div., Associate Professor, Pediatrics Coordinator, Community
and Congregational Supports, The Elizabeth M. Boggs Center on
Developmental Disabilities, UMDNJ-Robert Wood Johnson Medical School)
I attended the American Association of Intellectual and Developmental
Disabilities (AAIDD) Conference in New Orleans in 2009 and scheduled an
interview with Bill Gaventa who was then the director of the Spirituality
Division of AAIDD. Our goal was to identify other agencies using a spiritual
assessment and inclusion model. Bill made three suggestions for exploration.
The first was Dr. Erik Carter, the second was the Spirit Project and the third
was Heritage Christian Services in Rochester, New York. What follows is a
detailed description of those three resources.
Dr. Erik Carter is an Associate Professor in the Department Special
Education at Vanderbilt University and an Investigator at the Vanderbilt
Kennedy Center. His research and teaching focuses on evidence-based
strategies for supporting access to the general curriculum and promoting valued
roles in school, work, and community settings for children and adults with
intellectual and developmental disabilities. Prior to receiving his doctorate, he
worked as a high school teacher and transition specialist with youth with
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significant disabilities. He has published widely in the areas of educational and
transition services for children and youth with significant disabilities. He was
the recipient of the Distinguished Early Career Research Award from the
Council for Exceptional Children and the Early Career Award from the
American Association for Intellectual and Developmental Disabilities.
His research interests include adolescent transitions from school to adult life,
peer relationships and peer support interventions, students with severe
disabilities, access to the general curriculum, and religion, congregational
supports, and disability.
He is the author of “Including People With Disabilities In Faith
Communities: A Guide For Service Providers, Families & Congregations,”
(2007). It is on this book we will base our training modules for staff.
The New York Developmental Disabilities Planning Council (NYDDPC)
and the Central New York Developmental Services Office of the New York
Office of Mental Retardation and Developmental Disabilities collaborated to
pilot a congregational inclusion initiative that would demonstrate their common
belief that supporting individuals with developmental disabilities to express
themselves spiritually is just as important as seeing to their health and safety.
The design of the pilot, the Spirit Project, is grounded in the acknowledgement
that systemic changes must take place to establish a combination of supports
that will enable individuals to be successfully included in the faith-based
community of their choice.
As part of the Spirit Project, relying heavily on Dr. Erik Carter’s
research, a handbook and toolkit was developed to support the spiritual
inclusion of individuals with developmental disabilities. This toolkit provides
many of the fact sheets, sample forms, questionnaires and tables you will find in
the appendix section of this guide. I visited the director of the Spirit Project in
Syracuse, New York, Margot Wibbe, for individualized training on how to train
staff in the use of the toolkit and to get a historical perspective on its
development. The NYDDPC generously gave us all of their training materials,
research findings, and the final publication of the Spiritual Inclusion Handbook
and Toolkit. With their permission we adapted these tools to accommodate our
specific needs.
Heritage Christian Services began with two families with aging parents
of adult offspring with profound intellectual disabilities. Who would care for
these disabled adults as they would after their death? Thirty years ago, state
institutions would have been their only option. The loving, Christian
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environment, which they had then, would no longer be available to them. A
trust fund was set up and Heritage Christian Services began with three
individuals and one staffed home. It now has 46 homes housing 381 individuals
and serves over 1000 individuals in the Rochester, New York area through 80
programs including day care centers and a community life center. Lida Merrill,
the director of the Spiritual Life Team for Heritage Christian Services, is
featured in the video portion of the Resource Guide.(V-HC-3) More on my two
visits to these facilities will follow. Many of the methods we observed
concerning spiritual needs assessments with the profoundly disabled were
gleaned from the best practice models implemented there.

Encountering the Experts
In all aspects of this project, all roads lead back to Bill Gaventa. It is
impossible to overstate his contributions not only to this project but also, to the
entire body of work devoted to the advocacy of the intrinsic value of spiritual
expression for the intellectually disabled. In the video interviews with Bill
included in the Resource Guide, (V-BG-1-4) he addresses many of the
questions we initially had and even some we had not thought of. His writing on
the subject of spirituality for the intellectually disabled has been valuable from
the beginning including in our needs statement when we applied for the grant to
accomplish the research and development of this Research Report and Resource
Guide.
The main questions we yearned to have answered were, “What does real
choice mean and how are we going to get this done?” Bill believes that change
happens because it is the right thing to do, because we are diligent in our
advocacy for it and because God wills it.
Because of Erik Carter’s vocation to those with intellectual disabilities and
devotion to the advocacy of person-centered planning especially in spiritual
expression, his research and authorship has been invaluable to our project.
When we began training key staff in the assessment, planning and support
methods, most of the concepts and materials we used came directly form his
book, “Including People With Disabilities In Faith Communities: A Guide For
Service Providers, Families & Congregations.” With Erik’s permission, we
adapted, tested and used his recommended tools.
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Results: What we learned
As previously stated, one of our main obstacles early on was defining
spirituality in broader terms than simply a religious affiliation. Bill Gaventa
points to nature and quotes Martin Luther; “ God writes the gospel not in the
Bible alone but on trees and flowers and clouds and stars.” He refers to
existential questions like, “Who made me? Where do I go when I die? Why do
people say bad things about the way God made me?” Lida Merrill of Heritage
Christian Services talks about the delight of a person’s heart as being the
indicator of a spiritual value. She touts the individual’s strengths and gifts and a
delight in using those gifts in service to others as, “The way God made them.”
Here is what Erik Carter has to say about the broader aspects of
spirituality (p. 150): “Spirituality can be expressed in a wide variety of ways--expect to hear a different answer from everyone you ask. ----Sometimes,
spirituality is articulated apart from involvement in organized religion. People
may find purpose and hope through relationships with friends, service to their
community, encounters with nature, quiet contemplation, and creative
expressions. Moreover, the things that bring meaning to people’s lives can
deepen or change over time; the importance people attach to these expressions
is rarely static. Expect to see the same spiritual diversity among people with
developmental disabilities as is evident in the rest of society.” (see video
interviews with Carter, V-EC-1-6)
When this broader interpretation was given to key staff in the initial
training, some pointed to community services that our consumers participated
in. When questioned further, it was evident that while staff may have been
aware of the service aspect of the consumer’s involvement, this connection was
rarely made for the consumers involved in the project. A case in point was that
consumers gathered every summer to participate in school supply drives by
going to a local warehouse and stuffing school bags with supplies. On the
surface this seems a very well established community service. When I asked if
the local media had filmed the event, the answer was, “Yes.” Then I asked if
they had gathered to watch the footage on the news that evening and had any of
the participants watched as a child received the donation that they had
participated in preparing. The answer was, “No.” So the conclusion might have
been that they were just doing busy work and they may never have made the
greater connection to a meaningful service and the event was not reported as a
valued spiritual outcome.
During her annual review, one consumer was congratulated on her
enthusiasm in her day program task of shredding paper. I asked what she did
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with the paper after it was shredded. She went through all of the steps to bag it,
then, carry it out to the waste ben, but when I asked what happened to the paper
next, she didn’t know. What if she were knowledgeable about the value of
recycling paper and its impact on the environment? Would she then be making
a deeper, more meaningful connection to her work?
One advocate for a young woman we serve said that what delights this
consumer’s heart is gardening. This summer she had a bumper crop of spinach.
Her service provider creatively assisted her in looking up a recipe for spinach
salad to bring to her church’s potluck dinner. They went shopping together for
the ingredients and prepared the salad. I can only imagine how delighted she
was, not only to have prepared and offered the dish, but also to boast that she
had grown the spinach herself. Gardening like this is surely a spiritual valued
outcome. When I asked the broader question to the gathered staff at this training
about how they saw gardening as spiritual, one gentleman replied, “When you
garden you have to nurture a living thing. You watch it grow. You delight in its
success and are sad when it fails. You can’t help but see a greater connection to
all living things.” That statement is right on target but how do we help the
individual with intellectual disabilities connect to that greater spiritual truth?
A second challenge we faced was the reluctance of service providers to
approach the subject of spirituality. We began with the assumption that our
service providers were doing person-centered planning in every other aspect of
the consumer’s life, therefore they would already have skill at assessing the
spiritual needs of the people they serve. How do you support someone in
making choices with which you have very little familiarity? How do you
support decisions that you personally disagree with or would not make for
yourself? How do you offer meaningful guidance without imposing your own
values? How do you proceed when someone’s preferences are not really clear?
These are questions that service providers have to answer about recreation,
safety, health and wellness, psychological issues and medical issues. When
comparing our service providers’ responses with those interviewed by the
experts in their research, the reasons for the reluctance to address the issue of
spirituality were similar. (V-EC-6)
I never really thought about it. (as a basic need)
It is not relevant to this population.
It is not my responsibility to address it.
I feel uncomfortable addressing it.
I do not know how to address it.
I am not permitted to address it.
Someone else is addressing it.
We are already doing that. (I take them to my church.)
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Erik Carter states that some research indicates that nearly two thirds of
service providers indicated that spiritual activity was not applicable to the adults
with developmental disabilities whom they served. Less than one quarter of
these caregivers had identified and supported the spiritual needs of those they
served.
Each person determines a meaningful life individually. Having a
common disability label does not mean that all people with a developmental
disability desire the same expression of spirituality. Individualization should
always guide assessment and planning. We must never assume that spirituality
is not important to an individual without asking and we should always respect
their choice not to express spirituality.
We offer choices but are they REAL choices. (defined in Resource
Guide) A common theme among service providers and agencies that are
learning how to design services and supports that enable people to live selfdetermined lives, is how to do this with limited resources, time and staff.
Choices are more often made for the convenience of the staff rather than the
preferences of the consumer.
Consider your own commitments and what it would mean to you if you
were unable to express those commitments. Spiritual expression is not stagnant;
it’s dynamic. It can and will change over time. Sometimes it can disappear
altogether. It should be revisited periodically. Real conversations will result in
Real choices and Real support will naturally follow. (V-EC-3)
Changing and Deepening- Shirley’s Story: At Heritage Christian
Services I met Shirley. Shirley had multiple disabilities and her speech
was limited. As fate and timing would have it, I visited shortly after
Shirley’s mother passed away. Her caregiver learned new information
about Shirley’s spiritual preferences when she accompanied Shirley to
her mother’s funeral. Shirley had been attending a large Baptist church
near her group home. The funeral was held in the small Bible church
that Shirley grew up in. This church was “lively” to quote her
caregiver. Everyone greeted and hugged Shirley showing genuine
welcome. The music was uplifting and Shirley knew the words to the
old time gospel songs and sang along. She clapped and swayed with
the music. She “came alive.” The spiritual life team heard this story
when she returned home and immediately began a search in the area
for a church that fit the description of her hometown church and soon
Shirley was coming alive every Sunday. Moreover, she was coming
alive in every aspect of her community life. She came alive again when
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I videoed her singing, “This is the Day That the Lord has Made” when
prompted by a spiritual life team member. (video # V-HC-1)
Finding this information about Shirley’s spiritual preferences was
changing her attitude and her relationships. Her overall demeanor had
changed for the better and all key staff people were delighted to report
this to me. Finding meaningful spiritual expression for the disabled
person can make everyone’s job easier.
Even with a beautifully crafted mission statement and all the assessment
tools proposed in this guide designed by experts in the field of inclusive
spirituality, without policy and procedures for implementation this guide is just
another book collecting dust on someone’s shelf. To establish real change in the
culture of the service provider steps must be taken to ensure that meaningful
choice will become established as normal practice. (sample policy statement in
Resource Guide)
The organizational model at Heritage Christian Services consists of
concentric circles. In the center of the circle is the consumer; next, are their
family, then the direct care staff, then other support staff, then administrators,
and finally the greater community. The most interesting feature of this structure
is that the Spiritual Life Team is depicted as a line that dissects all of the circles.
They serve everyone within the organization’s purview. A team of five serves
more than one thousand people. Lida Merrill directs this team with a simple
approach; find out what delights the individual’s heart, support that with
resourceful creativity. She also encourages the team to have a plan unless God
has a better one. Then, listen first to that inspiration.
Here is the story that demonstrates how far reaching this policy can take
inclusive spirituality:
The Girl Who Would Be Dead: A mother applied for admission
to Heritage Christian Services for her 17 year old daughter who
had not left a medical facility since her birth. She had come to
terms with the reality that her daughter would never take her first
step, never speak her first word, never bring home her first report
card or go to the prom or marry and have children of her own but
she could not accept that her daughter would die in such a sterile,
cold environment. She asked that her daughter be admitted into
HCS community to die surrounded by loving people in a peaceful
environment. She was accepted and left the hospital against
medical advice. The hospital staff warned that she would not make
the transport to her new home. Not only did she survive but she is
thriving. It is not just a change in atmosphere that has her thriving
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but a staff that assumes her viability and personal dignity and most
importantly her spiritual awareness. Her bed is rolled into the
dining room at mealtime even though she is fed through a PEC
tube. When someone is doing something out of her visual span a
staff member is whispering in her ear a full account of her
housemates’ activity. When art and music are explored she
participates too. Her bed is spun or jiggled in time to the music.
Cloth or paper art supplies are rubbed on her skin. She is dressed
up in prom clothes when an in-house Prom is held complete with
photos. Her caregivers are continually talking to her and touching
her hands and arms to stimulate and involve her. She has gained
weight and is actually smiling on occasion, something her mother
has not seen her do in years.
On the opposite end of the spectrum, are those individuals with
intellectual disabilities that are high functioning and able to express their
spiritual needs. Early on I was inspired by the concept of an evolution of
prepositions as it related to spiritual development. As individuals, we have the
experience of being “ministered to”, “ministered with” and “ministered by”.
(Religious Ministries, “The Right to Grow Up,” Summers, J., 2003) So we
listen to the spiritual wisdom of others, we share the wisdom teaching and
learning with others and we have the opportunity to minister to others who need
our support so they are minister to by us. Often with the consumers in our care,
we do not offer experiences beyond being ministered to. How do we change the
culture of caregiving to allow a more mature spiritual experience with
developing dimensions of spiritual experiences? Is it possible to develop peer
ministry within the Intellectual Disabilities community? Clearly it is being done
at Christian Heritage Services in Rochester, New York, as the following story
illustrates.
Daniel’s House: At Heritage Christian Services, I visited a group
home and witnessed a best practice model that allowed for spiritual
development for the housemates with intellectual disabilities. Six
young adult men live in this group home with supervision. We
gathered in the living room for a reflection offered by spiritual life
team member, Diane Strumer. All the residents participated
eagerly in the discussion. When one of the young men struggled
with answering a question, his housemate asked if we should come
back to him to give him more time to think. One of the residents
was having a particularly bad day and seemed angry and
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uncooperative initially but settled in when the reflection time
began. When I asked Daniel about his disgruntled housemate and
if this was typical of his friend he answered that his friend was
special and when he behaved that way everyone just gave him
space and time to settle down. He said they prayed for him and for
each other to have patience. Another of his housemates, who is
small in stature but big in heart, has a regular pediatric oncology
ministry. He dresses up in a Spiderman costume and entertains the
little ones in their hospital rooms. He also dances in a worship
dance group with other members of the Heritage Christian Services
community.

As we present the tools for expanding our approach to spirituality as it
applies to the intellectually disabled, we will explore ways to deepen the
spiritual experiences of those we serve so that they are not only being
ministered to by others but the greater community is being ministered to by
them. Included in the resources is a video presentation that illustrates
Summers’ concept of a deeper, more meaningful ministry presented by
individuals with intellectual disabilities. (Video # V-HC-2)

The Pilot and the Launch
We began by training all staff that worked with the intellectually
disabled in the fall of 2011. 106 employees were trained in the goals of the
project, a broader interpretation of spirituality, and skills to assess the
spiritual needs of individuals they support. While we received valuable input
from every participant, it became evident that for the purposes of our pilot we
would need to limit our focus. It was decided early on that the staff would be
more comfortable with the pilot if we restricted it to the residential program
only, excluding independent consumers. We trained 7 administrators
separately and concluded that we would focus on coaching the Quality
Mental Retardation Professional (QMRP) during the Annual Review of the
Individual Program Plan. (IPP) We initially demonstrated the assessment
inquiry with the QMRP observing then gradually worked up to her ability to
conduct the assessment questions and put into the plan the individual’s
spiritual goals. We assisted in conducting 8 reviews between January and
June of 2012 with individuals of varying degrees of disability from high
functioning to non-verbal. This is roughly one third of the residential
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consumers we serve in Greater Baton Rouge. We were also successful in
obtaining completed questionnaires about the spiritual history of all of our 22
consumers from direct care staff and 8 questionnaires sent to a family
member were returned completed. Additionally, for 10 of the consumers, the
advocate on our support staff filled out a spiritual needs and skills
assessment form necessary to attain the goals of the individuals they serve.
From the beginning, there was not one dissenting voice about the
concept of including spirituality in our person-centered service plan.
Everyone agreed that we could and should do this. If there was concern
voiced, it was only about how to do it with limited resources and limited
training. We came to the conclusion that we would focus the pilot primarily
on developing assessment skills and incorporating spirituality into the
individuals’ service plans rather than service delivery and evaluation of
service results.
During our first day of training, we began to expand the concept of
spirituality to include non-congregational experiences. Many of the direct
care providers began to understand that they were already observing spiritual
needs and addressing them but they were not documenting them as such.
Identifying this administrative need, we were then able to take the forms they
were using for other needs assessments and convert them to spiritual needs
assessment forms. You will find samples of these in the Resource Guide.
Another observation was that some of the activities our consumers
participated in had spiritual valued outcomes but were not defined, described,
or acknowledged as such. Stuffing school bags for underprivileged children
was never expanded to teaching about social justice or charity as purpose
driven intention. Shredding paper was never connected to ecology and the
conservation of the planet’s resources. The person who always smiled and lit
up a room with their presence was never acknowledged for the gift of
hospitality and encouraged to understand that gift as how God made them.
To aid our staff in expanding their concept of spirituality beyond
religion, we categorized four concepts of spirituality to include relationships,
art, inner life, and nature. We repeated often, “Look to a person’s strengths
and what delights their heart and you will find their spirit and how to support
it.”
The most difficult hurdle to jump was the idea that the direct care
support is the consumer’s only resource. What will happen and what
repeatedly does happen to a consumer when their primary caregiver leaves
the employ of an agency? Often whatever services being provided to meet the
spiritual needs of that consumer were changed or eliminated altogether.
Therefore, building community support that helps maintain continuity of an
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individual’s engagement is essential to the success of providing meaningful
spiritual support.
Ultimately, everyone who is in direct contact with an individual with
intellectual disabilities is a resource for support in their spiritual journey. The
Resource Guide includes questionnaires for family and staff and conversation
starters for the consumer. The main concern most of our caregivers have and we
continue to struggle with is how to attain a valid assessment of the spiritual
needs of the profoundly intellectually often non-verbal disabled person.
Non-verbal but not speechless! Leah’s Story
The annual IPP meeting with Leah and her family was interesting.
Leah is non-verbal and confined to a wheelchair. Her parents,
sister, brother and related staff involved in Leah’s care were
present at the meeting. The consensus of the family for the valued
outcome of Leah’s spiritual life enhancement would be as a
Christian, connecting to worship through worship and praise music
provided by her brother; to respect the golden rule by displaying
behavior that is kind and loving and to elicit the same behavior
from others toward her in return. Our challenge now is to write
these goals into a service plan. The team was able to report much
improvement since Leah first came into our care a little over a year
ago from a state facility where she had been placed for 30+ years.
The difficulty in Leah’s circumstances is her lack of verbal skills.
Her father is not convinced that she communicates her needs. Her
advocate, is certain that she does communicate her needs and has
been able to skillfully interpret Leah’s communication to other
staff leading to a calmer more fulfilling atmosphere for all in the
group home. She skillfully explained to Leah’s father that Leah
needed and wanted interaction specifically with him. That day the
family stayed for a longer visit and Leah’s father was particularly
attentive to her.

Conclusion: Key points we took away from the pilot
Without exception, those who participated in the pilot pronounced it
good. We can, we should and we want to do better to assess and address the
spiritual needs of those we serve. We recognize at multiple levels that this
inclusive, person-centered approach has far more reaching benefits for our
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agency and the communities they are located in than just the individual’s
benefits.
In recognizing that spirituality is multi-dimensional and greater than
religion, we can begin to approach these needs with creative curiosity and
genuine interest. In providing REAL choices that are authentic, dynamic,
aspirational and supported by all those concerned for an individual, our
assessments and supports will undoubtedly be meaningful.
For both theological and practical reasons, moving beyond bureaucratic
box checking is more than just a management mandate but a moral and ethical
revision from a corporate culture to a ministry of service. In Volunteers of
America’s Book of Worship’s introduction it states, “Volunteers of America
stands proudly in the tradition of the social gospel movement, which sought to
bring the plight of the poor and the needy off of the streets and into the
sanctuary. That movement gave birth to this church and has nourished its
development for over one hundred years.” It is evident in this statement that our
founders and our leaders understood our purpose to serve the spiritual needs of
the individuals we serve. It is also evident in the dedication and passion of our
employees that they understand and are committed to serve all the needs of
those they serve. All that is lacking is training and resources.
The eighth Cardinal Doctrine of Volunteers of America states, “We
believe that the Spirit bears witness with our spirit, that we are the children of
God, thus giving the inward witness of acceptance by God.” If it is our spirit
that bears witness with the one Spirit that defines us as children of God and
furthermore, if that spirit is intrinsic in all humans then, surely there is a higher
mandate for our mission to serve the spiritual needs of all those we serve.
Choosing to do that with thoughtfulness, creative curiosity, deliberate intention,
and respect for the personal choices of individuals in our care is not only a
policy already supported in our traditions as a faith community but also in our
personally stated belief as members of the church of Volunteers of America.
#1 Fan- When a challenge Can Become a Resource: At the
Summer Institute for Theology and Disabilities, a service provider
told us of a young man in a residential center that screamed all day
from the time he woke up until he went to sleep. As you can imagine,
his caregivers and housemates were continually on edge in his
presence. Having exhausted all their creative solutions, the staff was
considering discharging him from their services. A local spiritual
partnership team member intervened with a solution by asking a
simple question. “Where in the community is it considered a gift to
yell?” The obvious answer was clearly at a sporting event. Shortly
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after receiving this revelation his caregivers were able to connect him
with a local volleyball league. He became their number one fan,
attending matches and yelling to his heart’s content not only for his
team but for the opposing team as well. What was a challenge became
a resource. Most notable is that he quit yelling at his group home.
Practically speaking, identifying gifts and what delights a person is a
resource beneficial to all those associated with that individual. Everyone can
begin to see the person as valuable beyond just his or her existence and more
importantly they begin to see themselves as valuable bringing with it a calmer
demeanor and environment. They are now seen as ministering to us in their own
unique way, just as God made them and surely as the Spirit intended.
It bears repeating that we are already doing person-centered care in every
other aspect of these individual’s lives. We have the skill, practice and
motivation to include individualized spiritual assessment and meaningful
support for that expression.
The following list was helpful in introducing staff to the key points that
validate support for including spiritual needs in person-centered planning for
individuals with intellectual and developmental disabilities.

SUPPORTING RELIGIOUS CHOICES
KEY POINTS



People with developmental disabilities are capable of religious or
spiritual expression, just like any one else.



People with developmental disabilities have preferences about
religion and how they want to be involved in religious activities.



People with developmental disabilities have the right to make choices
about their religious activity.



The right of people with developmental disabilities to express
themselves religiously and spiritually is a First Amendment right
according to the United States Constitution and Bill of Rights.
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Separation of church and state is a rule to make sure that government
doesn’t influence peoples’ choice of religion or religious practices. It
also exists so that peoples’ religious beliefs won’t influence
government decisions. This is to prevent bias.



Public programs and services have an obligation to protect the
freedoms of everyone and force religion on no one.



However, when the rule of separation of church and state results in
removing choice about the practice of religion, then freedom of
choice has been denied and this is against the First Amendment.



Religious practices are allowable in a public program/home as long as
no one is forced to participate and no specific religion is favored.

Next Steps: Recommendations for a successful integration of
meaningful spiritual supports
While it is inspirational to have overwhelming support for this culture
shift, it is unrealistic to think that we will accomplish this without support from
the top down. Policy and procedures must follow the guidelines for personcentered spiritual assessment and supports needed for full implementation and
integration into ID/DD services. The accompanying Resource Guide contains a
sample draft of a policy position statement that could serve as a guide for
developing a uniform policy.
In the future it will be very easy to translate these supports for other
consumer groups we serve. Churches and other faith communities could
become more inclusive and participate with us as community partners to help
support meeting the spiritual needs of those we serve as we build networks for
supporting an individual’s choices about spirituality.
Having experienced the initial discomfort of our staff in beginning to
assess specific spiritual needs, our final recommendation is that coaching and
mentoring be part of the training for relevant staff. Perhaps this would be
appropriate for ministers to be trained in and then they could play the role of
mentor for key staff.
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In conclusion, it should be noted that we have successfully integrated a
spiritual assessment component into the service plan of the individuals being
supported in Greater Baton Rouge. Simply asking the questions about an
individual’s spiritual needs seems to be producing the valued outcome of
deliberate intention and respect for the personal choices of individuals in our
care.

What follows is a compilation of the resources, tools, and training
materials that we gathered, adapted, tested and used to assist staff in assessing
and supporting the spiritual needs of individuals with intellectual disabilities.
Included in the Resource Guide are the video recordings of the experts on
various relevant topics, field recordings of best practice models, the staff
training power point presentation, and an Individual Program Plan Interview
with one consumer with limited verbal skills.
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