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Adolescents can be especially challenging to work with and more so when they have a spinal cord injury (SCI) and rebel against their care. Adolescence, that wonderful period in one's life when many changes occur; rapid growth, ego identity, interest in the opposite sex, team participation, closer ties to peers, and emancipation from parents and authority figures are all happening simultaneously. For an adolescent with SCI these life changes occur despite the tragic nature of their physical illness and the limitations it places upon them. Adolescents provide a challenge to both family and health care providers alike because of issues of non compliance and rebellious behaviors.  The demands on activities of daily living invade nearly every aspect of the adolescents' life including school, sports, work, travel, dating and even eating. Studies have demonstrated that 50% of adolescents with long-term conditions do not comply with care recommendations (Kyngas, 2001). As health care workers we must avoid over generalizing, comparing how other patients react, and treat each patient as an individual with his or her own speed of recovery. From a psychological standpoint some patients may be in a state of anger for months or even years. Our experience has been that the most effective approach to helping the patient through this time is trust, support, acceptance and patience (Simms, 1995).  In this paper we will explore the dynamics of non compliance and suggest interventions to minimize the disruptiveness on the patient, family, health care workers and unit.

Background 

Non-compliance is not unique to the SCI patient population. In general, we live in a non-compliant culture. Obesity exists in a major portion of the population, seat belts and helmets are not universally worn, most people do not engage in regular exercise programs, smoking is still a major health hazard, and a major portion of our population engage in high-risk activities such as sky driving, motorcycling, mountain climbing, etc. How many people schedule routine physical exams, trips to the dentist and use dental floss on a daily basis? It is somewhat unrealistic for health care workers to assume that patients will suddenly adopt healthy habits while faced with the additional burden of a devastating chronic illness like SCI.

In the past 20 years there has been a dramatic increase in our ability to address the physical needs of SCI patients.   Patients can now return to work and school with the aid of power wheelchairs, environmental control units and accommodations to their physical environment.  Non compliance may be our biggest remaining challenge.  It takes on many faces, from the angry, hostile adolescent who refused nursing interventions, to the young adult with continual skin breakdown or chronic urinary tract infections because of reluctance to comply with his or her care regimen.   Non compliant behaviors can significantly impede rehabilitation of the spinal cord injured patient, as exemplified in the following: 
Tyrone was a 16 year old who had suffered a C5 SCI .  Physical abuse of staff was not an option for Tyrone due to his cervical level injury however he was verbally abusive to the nursing staff. Tyrone had often refused care, and had recently taken to spitting at people.  A meeting was held with the unit psychologist who asked the nurses for a history of the patient’s condition.  “Well he’s 16 years old, member of a violent gang, and has a history of anti-social behaviors.  His mother is a substance abuser and he never knew his father who left prior to his birth.  His older brother died in a gang war last year and he has a younger brother who has H.I.V.  He had a history of poor school performance prior to his injury. He does not have many visitors and reports that his ‘buddy’s are afraid to show up at the hospital because the cops are after them.’  O.K. so I get all that,” said Tyrone’s nurse, “but why’s he so angry with us?”

It is not uncommon for nurses to lose their patience and perspective when working with a patient like Tyrone.  Nurses often react to the patient’s abusive outbursts by feeling angry and hurt.  They may respond confrontationally or avoid interactions with the patient.  The stress of caring for this type of patient can be quite disruptive and overwhelming to the entire unit.  Nurses may begin to refuse to care for the patient, and we have seen situations where nurses call in sick if they know they will be assigned a disruptive patient. 

The nurses said they had tried everything with Tyrone but he was totally uncooperative. They had tried punishments, rewards systems, lecturing, and talking to his family but nothing seemed to work.  Upon further exploration it became clear that there was not a consistent plan but rather a group of highly dedicated staff each making their own efforts to “control” Tyrone’s behavior.

Teams are often working hard with the non compliant patient, but on further exploration their efforts may not be totally organized, consistent, and led by a specific individual.  

What is Non Compliance?

Adherence is the term most commonly used today for compliance and is defined as the extent to which an individual’s behavior is consistent with the health care team’s advice (Rapoff, 2002). Zelikovsky, a noted psychologist in the field of adherence, stated that adherence implies that the patient has choices and decisions to make about their care.  Adherence emphasizes a mutual working relationship rather than the idea that patients will “comply or do” what the doctor says (N. Zelikovsky, personal communication, September 8, 2003).  For the purposes of this paper we will use the term non compliance, as it is more commonly found in nursing nomenclature.  Non compliance can be measured in a number of ways: direct observation of behavior; objective testing (labs/diagnostic studies); failure to progress; evidence of exacerbation or development of complications; and failure to keep appointments (Muscari, 1998). 

Key Considerations For Determining Non Compliance

There are times when staff set unrealistic expectations for a patient that he or she cannot physically accomplish. More common, though, are the situations of unrealistic psychological expectations.  There may be brain damage that inhibits the patient’s ability to participate.  Patients should be neurologically assessed to ensure absence of cognitive impairments which could affect their ability to understand, process and engage in a rehabilitation program (Whyte, 1994). Likewise, what is the psychological impact of waking up one day to find yourself paralyzed after some devastating traumatic event?  The adolescent may be so overwhelmed by his situation that he is not capable of compliance.  Some patients may be in a state of anger for months or even years. Each patient reacts differently, and as health care workers we must avoid over-generalizing, comparing how well other patients react and treat each patient as an individual with his or her own speed of recovery.  

Non compliance may not be a new behavior for the patient.  The non compliant SCI patient was often a non compliant, non conformist, rebellious adolescent prior to his injury.  Spinal cord injuries often occur among risk-taking adolescents involved in motor vehicle accidents (NSCISC, 2002). Recent research has suggested that there may actually be organic factors in the development of the adolescent brain that account for the risk taking behaviors (Chambers, 2003).   

Factors Contributing to Non Compliance and Interventions

Attitudes and beliefs related to health can significantly impact compliance. Rapoff (2002) describes three strategies that can enhance adherence: educational, organizational, and behavioral.  Rapoff’s findings are consistent with our own theories that patients are non compliant because: 

a. The patient feels that the requests of the caregivers are too difficult to perform.

b. There is no basis of trust between the patient and the caregiver. Therefore, the 

patient lacks confidence in what he or she is being instructed to do.

c. From the patient's point of view, there is no evidence that the recommendations will improve their situation. 

d.  There are many changes required in the patient's activities of daily living, upsetting 

both routine and life-styles.

e. The patient is in the denial or anger stage of the grieving process.  
f. The environment and team strategies do not enhance compliance.
Educational Strategies

Educational strategies include verbal and written instructions about the disease, treatment options, and the importance of adhering to recommendations. Health care workers often assume that patients are more likely to comply when they fully comprehend the severity of their condition, their susceptibility to complications, trust their health care providers and believe in the prescribed therapy. Non compliance is not just about a knowledge deficit.  Likewise, what we perceive as "best for the patient" does not always work, especially if the patient refuses to comply and ends up with nothing. Family systems, relationships, cultural diversity, past ways of learning and styles of doing things must not only be respected but factored into the care plan. Assessment of previous lifestyle is essential no matter how foreign it may be to the staff. Cultural factors may also be a barrier to following the plan of treatment because they can influence the values and beliefs about health and illness, perception of severity, even significance of symptoms and roles that a “sick” person plays.   When possible support the incorporation of complementary remedies into the plan of care as long as they do not interfere with the prescribed medical treatment (Muscari, 1998).  The focus changes from one of "how can we make the patient comply" to "how can we adapt our regimens to meet the family's needs."   

Although adolescents are capable of abstract reasoning (which usually develops between the ages of 11-15 years) and can think beyond the present they still do not have a mature thought process like adults. Many adolescents live in the here and now and cannot see the future consequences of non compliance despite our teachings. Self-concept and body image are heightened during this stage of development, and adolescents may be more concerned with their appearance and blending in with their peers than the long-term implications of their illness.

Encourage the adolescent patient to learn about SCI.  Educational handouts provide a consistent message. They should be simple to read, attractive and engaging for adolescent interest. Other forms of media like videos and computer-based materials may be more appealing to adolescents.  The Internet can be a great source for information and can offer discussion groups for patients and families with special needs.

Organizational Strategies

Organizational strategies encompass the ways in which the team interacts and delivers care, how regimens are constructed, and who is ultimately responsible patient or staff.  The environment, culture of the unit, and attitude of the health care team play a key role in the patient’s behavior.  Kyngas & Rissanen found that support from nurses is the most powerful predictor of compliance (2001). Other key support members such as physicians, parents and friends were also found to be predictors of compliance (Kyngas & Rissanen, 2001).  Duration and complexity of the treatment, and the impact of changes to their lifestyle are especially important to adolescents. If the patient experiences increased pain and inconvenience with daily routines then non compliance is more likely to result.  The belief system and values of the nurses play a significant role in their approach to these overwhelming patients. Nurses often feel responsible, as if they have 'failed' the non-compliant patient. It is important that nurses explore their own values to understand their feelings about these patients and the choices they have made in their lives.  Avoid labels and psychiatric diagnoses as they get in the way of looking at the situation systematically (Logan & Simms, 2002).  Look at the interplay of staff, patients, and families as one big system (Kazak, Simms, Rourke 2002).  You can’t “control” the patient but you can look at the part you play in the situation.   
Adolescents don’t always fit into pediatric protocols.  In pediatric settings nurses may place the burden of responsibility for the non compliant adolescent on the parent, as they would routinely do with a younger patient.  In adult settings the adolescent patient is often treated as unique, different and how he/she does not "fit in” to the structured programs designed to address non compliance. Parents may be experiencing their own grief, guilt, or feelings of helplessness. Cohen (1999) reported that 47% of parents with chronically ill children reported significantly elevated levels of psychiatric symptoms. In many cases the parents do not present ideal models for healthy living, may not agree with the recommendations of the health care team, and may have no better solutions to the adolescent’s behavior.  Adolescents still need parental support and guidance despite their outward rebellion against it. Parents should be encouraged to understand the dangers of their adolescent’s non compliant behavior and also understand that the team is there to support them as equal partners in finding workable solutions.  Advise both adolescents and their family members to set realistic short and long term goals when adopting lifestyle changes (Muscari, 1998). Independence is crucial to adolescents. Find ways for them to engage in the negotiation of their care plan as it is important to give adolescents some authority and less feeling that the illness and its treatment will impede their progress toward adulthood (Kyngas, 2000). Enlisting their participation in the plan of care can give them a voice while also allowing the team opportunities to gently push them toward positive behaviors.

Caregivers are often unrealistic in their expectations of patients. It is important to recognize where the patient is along that continuum. Caregivers can easily become frustrated and resort to lecturing, berating or arguing with the non compliant patient.  This will not foster trust, acceptance and conformity with care plans and in fact may push the patient further away.  The staff and patient may then feel more isolated, alone, unappreciated and frustrated.  We recommend debriefing sessions to break this pattern of interaction between staff and the non compliant patient.  The sessions allow staff to express their feelings of frustration and anger.  They often find they are not alone in their frustration with the patient and feelings that the negative behaviors are specifically directed at them.  These meetings also provide opportunities to identify staff that have connected with the patient and approaches that work, even minimally.  It takes time and patience to build a trusting relationship, especially with an angry adolescent. Nurses need to be empathetic and convey a sense of caring through verbal and nonverbal communication. Being honest, non judgmental and including the adolescent in all phases of assessment, planning and treatment is crucial. 

Isolation from peers can be extremely challenging for adolescents. Remind your patient to call his/her friends. Visits by friends help to remind adolescents that they're not forgotten or rejected. Because adolescents rarely visit in pairs a degree of flexibility with visitor rules may be needed (Muscari, 1998). Support groups and organizations can give an opportunity for adolescents with chronic illness to share the burden of illness and to see how others cope with their illness, parents/peers as well as their fears and acute problems. Healthcare providers can even encourage and help adolescents with chronic disease to organize their own support groups (Kyngas, 2000). 

Behavior Modification Strategies

Behavioral strategies refer to concrete interventions such as behavior modification programs to reinforce positive behaviors.  It is important that the adolescent sees himself as ultimately responsible for his situation.  The plan of care should reinforce impending adulthood and the need to assume increased responsibility.  It is important to have the adolescent take as much responsibility as early as possible and resist the temptation to “care for them.” Adolescents often have an external locus of control and believe they can't influence health outcomes and may subsequently be noncompliant in their care. All staff should be consistent in encouraging the patient toward taking as much responsibility as they can for their care.  When patients are encouraged to actively participate in decisions concerning their care they may be more committed to those decisions and ultimately achieve higher levels of compliance (Kyngas & Rissanen, 2001). 

Positive reinforcement and encouragement by all team members have a greater chance of influencing the patient to follow the plan of care. Patients often become overwhelmed and feel as if they are 'judged' for refusing to do what is asked of them. Patient care conferences in which the patient is able to voice his/her feelings as well as the ability to offer input into his/her care is a way to provide positive reinforcement and emphasizes the importance of the patient's role on the team.  These discussions should be followed by written contracts to send a clear message that the patient and healthcare providers share equal responsibilities in the plan of care. Focusing on the present and talking about the energy it takes not to follow treatments may also help the adolescent to see the importance of treatment plans. As with all patient teaching it is essential to be clear, concise and solicit feedback.  

Caring For The Team

Care providers need to constantly remind each other that the patient and/or parents are feeling alone, isolated and unappreciated despite their somewhat negative behaviors.  There should be frequent team meetings, identification of a clear functioning team leader, and development of a specific written plan to reduce the patient’s disruptive behaviors.  It is helpful to have these meetings facilitated by a psychosocial professional whose focus is providing support to the staff.  It should not be the psychologist, social worker, mental health nurse clinician or psychiatrist who works directly with the patient but someone who can look at the situation more objectively. It is also helpful to involve administration and the legal department so that staff know that whatever action they take will be supported by administration, up to and including asking the patient to leave the program.   The focus of these meetings should be to disrupt the dysfunctional pattern of the relationships between staff and the patient while also providing support in a new pattern.  Consistency is the key whenever you are working with adolescents. A healthy adolescent outside the hospital will try and play mom against dad, and in this case we are in the mom and dad roles.  Accountability and consistency are essential both for the patient and care providers. Plans should be monitored, staff held accountable for following the plan and modified as situations change.

The staff worked with a mental health clinical nurse specialist to develop a plan of care for Tyrone.  Specific guidelines were established for Tyrone’s emotional outbursts. Staff instituted a buddy system and Tyrone’s outbursts dramatically reduced.  A specific nurse, who had the best relationship with Tyrone, became his primary nurse and was responsible for monitoring staff for consistency as well as being an emotional bridge so to speak to Tyrone. She was very frank and honest with Tyrone about his behaviors and the impact on others. She also helped to share some of Tyrone’s feelings with the staff, specifically that the root of his behavior was his fear and feelings of being alone and isolated.

Nurses need to support each other and design programs and systems which allow them to maintain their composure and objectivity, No one person should feel that he or she is solely responsible for the “difficult” patient, There should be adequate rotation of staff so no one feels overwhelmed in caring for a demanding patient. Staff meetings can also be effective forums to share feelings of frustration, design plans, and assure that everyone is consistent in their approach to the patient. Angry, non compliant patients frequently manipulate staff, pitting them against each other and blaming them for their failures. It is extremely important that the staff works together as a unit and avoids disagreements among themselves, especially when it involves the patient's care. At times these situations can become extremely stressful and the input of a psychological consultation can provide valuable assistance to the staff. 

Closing

Adolescents need frequent support, encouragement, and positive feedback as they strive to manage their chronic illness and normal developmental crises. Nurses can be instrumental in fostering patient compliance. Nurses are at the patient's bedside more than any other healthcare professional and can often develop a strong rapport. Building on this foundation nurses can make an impact on the patient's outlook and optimal health. Having patients as partners in decision making and giving them as much control as they can handle will help them lead long productive lives. 
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