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Spirit lies at the center of the person, integrating and transcending psychosocial and physical aspects of each being. Since humans are spiritual beings, we may wonder: What is the meaning of disability for my life and that of my family? What role does God play in disability? If I pray for healing, and it doesn’t occur, do I lack faith? Unfortunately, even within the same religious tradition, there are no single answers for these kinds of questions. In the midst of theological confusion and historic public attitudes, people with disabilities may internalize negative messages, contributing to rejection of a relationship with God and spiritual beliefs that could be helpful.

Spiritual care considerations are an integral part of health and well-being. However, while conceptualizations of mind, body, and spirit are ancient, spiritual aspects have not been readily integrated into the practice of helping professionals. Health care providers may avoid anything that concerns “religion,” confusing it with spirituality. Increasing public recognition that something is missing from Western medicine’s mechanistic “fix-broken-parts” model supports a view of disability as a socially constructed experience. This workshop acknowledges the importance of establishing spiritual meaning for disability and provides practical strategies to assist practitioners to implement spirituality into professional practice. A case study and excerpts from interviews with families affected by disability will be used for illustration and discussion.

Objectives

The participant will be able to:

1. Describe two common spiritual questions or experiences of people affected by disabilities that may contribute to spiritual distress.

2. Discuss one major benefit of assisting individuals or families to establish spiritual meaning for disability and/or associated issues.

3. List two factors that contribute to minimal integration of spirituality into professional practice.

4. Discuss assessment strategies for identification of spiritual needs.

5. Discuss three interventions for spiritual caregiving by professionals.
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Speaker Information

· My perspectives reflect my experiences

· Personal: parent of a young adult with physical disabilities, traditional values, Christian religious perspective

· Professional: nursing educator & practitioner for over 25 years; varied roles, sites, & populations

· Educational: advanced degrees in disability studies & health care ethics, & preparation as an adult/geriatric nurse practitioner

· Research interests: disability & spirituality

Assumptions: Disability & Spirituality

· Life is a spiritual journey; disability is a unique spiritual experience

· Disability provokes questions that demand spiritual answers

· Megan: “One person said to me, ‘Don’t you hate God if He would do this to you? That He chose you to have a child with a disability?”

· Joyce: “I was led to believe that if you do something wrong, if you sin, then God will slap you down. I could have taken Carl’s CP (cerebral palsy) from God.” (Treloar, 1999)

Blame for Disability

Barry: “I see a lot of breakup in families because of the child who’s disabled. The mother will blame the man, too, sometimes. The blame has to be put somewhere. They either put it on each other, or they put it on God.” 

(Treloar,1999)

Treloar, L.L. (1999): Perceptions of spiritual beliefs, response to disability, and the church. Unpublished Doctoral Dissertation, The Union Institute, Cincinnati, Ohio.

· Qualitative research that explored relationship of participants’ spiritual beliefs, response to disability, & the influence of the evangelical Christian church; Southwestern metro, 1998

· 30 participants: 13 parents of children with mixed developmental disabilities, & 9 adults with physical disabilities (7 developmental, 2 adult acquired); 8 additional family members

The Spiritual Experience of Disability  

· In Treloar’s study (1999): Questions surrounding the relationship of disability to sin, judgment of God, adequacy of faith, miraculous healing contributed to spiritual challenge

· Personal, familial, & societal blame confounded participants’ responses

· Responses ranged from repeated questioning of God, to drawing nearer to God & rarely, to walking away from God for limited time. 

Spiritual Questions for Disability

· What does disability mean for me, my life, that of others?

· What is the reason and purpose for disability?

· How do I reconcile disability with others’ views for disability?

· How do I face the challenges of the lived experience of disability?

Theological Questions

· Does God create disabilities?

· How can a “good” God allow suffering?

· What did I do to deserve this?

· What does disability mean if I believe that humans are made in God’s image? (Gen. 12:27)

· Why doesn’t God heal me (or my loved one): Do I lack faith?

No Single Answers; Spiritual Issues Avoided

· No single answers for these kinds of questions, even within the same religious tradition

· Theological issues magnified with lack of clear or adequate teaching by the Christian church

· Professionals commonly fail to consider spiritual issues surrounding disability

Avoidance of Disability

Kevin: “The whole area is missed [by the church], probably for a combination of reasons. I picture it much like the grief process and somebody is dying. Everybody assumes the dying person doesn’t want to talk about it. The dying person assumes the other people don’t want to talk about it. So they don’t talk about it. Then there’s lack of knowledge about it.” (Treloar, 1999)

Spirit: At the Core

· We are bio-psycho-social-spiritual beings (connectedness)

· Ancient concept—mind, body, spirit (separate & disparate)

· Spirit—from Latin “breath”

· Broader concept: a sense of meaning to life, or of an inner spirit; not a separate part, embodies individual’s entire being

Spirit is Center of Being Stallwood-Stoll Model of Human Functioning 

Spirituality--No Universal Definition or Meaning

· Life principle at center of our being; integrates & transcends the biological & psychosocial nature

· Search for meaning and existential purpose in life in relation to self, community (others), environment (nature) and a higher being 

Universal Applicability of Spirituality

· Applicable to all--religious, humanist, atheist or agnostic

· Spirituality is intrinsic to human nature 

· Our deepest and most potent resource for healing (Florence Nightingale)

Spirituality and Religion

· Spirituality is a broader, deeper concept than religion

· Religion includes ritual or observances conducted in the exercise of beliefs surrounding a deity

· Spirituality includes vertical (religious, e.g. God & humanity) and/or horizontal (humanistic, e.g. Maslow’s Hierarchy of Needs) elements

Spiritual Integrity: Inherent to Humans

· Spiritual integrity is a basic human need 

· Inherent need to find answers to meaning of life, illness, & death (Frankl, 1984; Jourard, 1974)
· Individual’s deepest relationship with others, self & God (or other influential focus) are the center of one’s spiritual dimension (Carson, 1989; Oldnall, 1996)

Spirituality & Health: Intertwined

· Spirituality is an integral aspect of life, health, and well-being 

· “Holy”, “whole”, and “heal” are derived from the same root word meaning 

· Health is not the absence of disease, but a state of wholeness or well-being 

· Consistent with social model for disability

What is Health?

· “True health is the strength to live, the strength to suffer, & the strength to die.  Health is not a condition of my body; it is the power of my soul to cope with the varying condition of that body.” 


(Moltmann, 1983, p. 142)

Spirituality & Positive Health Benefits

· Multiple studies demonstrate a positive association among well-being, health, social support, & financial status with intrinsic religious commitment & organized religious activities (Koenig, McCullough & Larson, 2001)

· Religion is resource that promotes recovery from illness, not just prevention of morbidity & mortality

Limitations of Western Medicine

· Multiple studies indicate that people WANT helping professionals to address spiritual issues
· Historic medical emphasis in empiricism, where only the tangible, material & measurable are real, is incompatible with spirituality

· Western medicine: mechanistic model i.e. “fix-broken-parts” 

Limited Integration into Practice

· Limited educational preparation about spirituality & religious beliefs of others

· Theories for practice integrate spirituality to limited extent

· Recommended: Artinian, B. & Conger, M. (1997). The Intersystem Model: Integrating Theory & Practice. Sage

· Limited articulation of guidelines for practice 

Limited Integration into Practice

· Personal embarrassment or discomfort with own spirituality

· Belief that it is a private matter

· Spiritual needs may be misinterpreted as psychosocial needs

· Few professional role models

Limited Integration into Practice

· Lack of institutional or other support

· Misunderstanding of separation of church & state

· Lack of agreement on whether a health care provider is qualified to act as religious adviser (depends on spiritual maturity & person’s needs) 

Paradigm Shift

· Limitations of scientific world view

· Shift in normative world view e.g. everything not measurable, mind is used for healing, “New-Age” ideologies

· Spiritual focus in self-help movement e.g. AA & other 12 step groups

· Increasing interest in holism (Barnum, 1996)

 “I shouldn’t talk about spirituality—right?”     WRONG

· A comprehensive approach to disability includes a holistic framework that incorporates spiritual aspects into professional practice.

· Required by regulatory bodies & licensure standards e.g. professional licensure (nursing), JCAHO, Medicare, Hospice, etc.

Inclusion of Religion/Spirituality

· Literature suggests that “religious conviction an inherently important and meaningful factor for families, one that needs to be thoughtfully incorporated into professionals’ ways of talking with families, preparing individualized family service plans, and conducting empirical research” (Weisner et al., 1991, p. 660) 

Integration into Professional Practice 

· Begins with assessment for spiritual wellness & distress

· Moves beyond religious preference
· Beliefs about meaning of health & its maintenance or restoration influence response to disability

· Cannot assume that people conform to religious tenants of their professed faith or culture (Emblen & Halstead, 1993)

Key Areas for Spiritual Assessment

· General & personal spiritual beliefs

· Identification with a specific religion

· Spiritual/religious support systems and rituals

· Presence of spiritual distress or opportunity for enhanced well-being

· Implications for caring and/or health care

Key Questions for Spiritual Assessment

· What gives your life purpose and meaning? Who/what is the source of your strength & hope? 

· What are your thoughts about self, disability,& health in relation to spiritual beliefs, to God/Supreme Being?

· Does person have a sense of self-worth & unconditional acceptance in the face of physical decline/imperfections? (Reed, 1991b)

· End of life--Is there unfinished business? 

· Has person forgiven self & others?

Spiritual Development in Children

· Probably reflects cognitive development, e.g. Fowler’s Stages of Faith (Fowler, 1981) 

· Need for unconditional love & acceptance

· Changes in behavior e.g. withdrawal, anger, sleeplessness, crying, nightmares, repeated questions, regressive or resistant behavior

Spiritual Assessment with Children

· What do you like to do (How can I help you) when you are scared, worried about what is going on?

· Tell me about any religious/church things you & your family do

· Can you tell me about God? What is he like? Can you draw a picture of God & tell me about him?

Spiritual Therapeutics: Major Objectives 

· Alleviate stress 

· Enhance person/family coping ability

· Rise above/transcend whatever state person/family in, producing spiritual recovery or enhancement

· Cure or mitigate illness

· Decrease person/family fear in facing death 

Elements of Spiritual Care

· Requires comfort with own spirituality

· Regardless of whether you are “religious,” you can learn to give spiritual care

· Initiate direct conversation with clients/families about spiritual concerns

· Incorporate key questions into assessments & other strategies that invite communication about spiritual needs & concerns

· Purpose is not to solve spiritual problems, but create environment with resources that promote spiritual expressions

Elements of Spiritual Care

· Must not proselytize/push our spirituality; respect the culture & beliefs of others

· Collaborate with others qualified to assist e.g. religious/spiritual leaders

· Resource network includes congregations that have demonstrated acceptance & support of people with disabilities

Elements of Spiritual Care

· Referral to clergy, support groups, parish nurse programs, churches/congregations

· Prayer as an adjunct to medical treatment

· Use of religious materials (e.g. scriptural reading), music & singing; meditation (requires time, privacy for person/family)

Prayer: Guidelines for Use

· “Whose needs am I meeting, mine or the person/family?  What would the person/family pray for?

· “May I pray for you?”

· Pray for concerns, fears; ask for comfort & support
· Requires comfort with own spirituality

Service by Professionals to Religious Institutions

· Urge church leaders/religious institutions:

· Openly address theological issues surrounding disability
· Evaluate historical positions for disability, sin & judgment of God, adequacy of faith, healing, and suffering

· Work with church leaders to establish ministry model for continuing caring versus typical short term, acute model

“Should I include spirituality in my professional caring?”
· YES—You can & should integrate spirituality into professional caring

· Spirituality is an integral part of health & the whole person 

· Research demonstrates positive benefits of religious/spiritual activities on health outcomes

Requires Respect for Others

· “How can I help you to carry out your faith/beliefs? “

· Any professional, religious or not, should respect another’s right to follow his/her own cultural & religious practices

· We can open ourselves to others’ experiences

· Deeply listening promotes spiritual well-being 

We enable the person/family to meet their spiritual needs

· Purpose is not to solve spiritual problems, but careful arrangement of the environment & resources to nurture, & not impede the spiritual expression of the person and family

We PLAN for spiritual care

· Includes talking directly with the person/family about these issues

· Take care not to preach one’s own version of spirituality

· Create the opportunity to practice beliefs e.g. pray, meditate, read scriptures; or speak with clergy

Case Study

· Theresa is a 29 year old, single, separated mother of two children, an 8 year old daughter, and a 5 year old son. Her husband left her shortly after the premature birth of Joseph. He has cerebral palsy with serious intellectual and physical disabilities. In the months and early years following Joseph’s birth, Theresa experienced an intense and prolonged questioning of God. 

· Theresa says: In the beginning, I used to ask Him [God], “Why me?” I was upset. I had little hope, little faith, but I stuck to it. I knew it was going to get better, I just didn’t know when.… It’s been tough for me as a single parent. What I’ve been through has made me stronger. Now I thank God for my boy. But when he was born, I thought God was punishing me. I couldn’t believe it! I really had a rough time. I didn’t understand how God could give me a problem like this, when I had so many problems to begin with. 

· Problem: Spiritual Distress related to establishing meaning for disability as manifested by repeated questioning and blaming of God 

· Discussion

· Goals?

· Interventions?

· Evaluation?

Application of Your Learning

· What thoughts, feelings, ideas have been stimulated for you?

· What spiritual care implications can you see for your practice, or that of your church?

· Write down 3 things that you can apply.
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