Understanding Resistance, from the Perspective of ALS Patients; Their Families &  Health Care Professionals 

Preamble:

Rather than talk about the role of a Social Worker in an ALS Clinic, I would suggest that later you refer to the patient pathway guidelines to get a better sense of that. Instead I have chosen to talk about resistance, as it is a topic both my colleagues & myself have grappled with & I suspect it is something we can all relate to. I don’t claim to have all the answers here; my goal is to facilitate discussion.

Resistance:

Oxford Dictionary definition

Act of resistance, failing to comply; power to resist

We resist what we are not ready to accept. 

Main point for us to consider today is how our response as health care professionals impacts the clients we are working with. Responding to resistance with resistance can be very unproductive. It is important to think of ourselves as instruments. The more we know ourselves & those we are working with, the better the music. 

My objective today is to increase our understanding of what are the underlying experiences, feelings & values behind resistance both theirs & ours.  (Refer to continuum diagram of Response to Client Resistance) 
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Also, it is my intention to explore possible strategies in facilitating openness & a better understanding of one another, by addressing potential obstacles to communication.  

Method:

First of all, by using the case study provided, we can obtain a greater understanding of what resistance may look like. We could spend most of our allotted time identifying & discussing the services required, the objective here is to just get a sense of the potential for possible resistance. Also, I just want to point out that even if there is an agreement for service i.e. O.T. There can be points of resistance later i.e. in terms of not purchasing or using equipment recommended.

1.  Potential Examples of Resistance from Case Study: (Refer to Case Study Pathway)

Phase 1: Proactive Services indicated patient not ready.

· List of proactive services:

· Meet communication team; obtain understanding of augmentative communication options. Voice banking.

· OT involvement: home safety assessment; plan for access to & within the home (negotiating steps); assess for mobility aids.

· Address strain in spousal relationship.

· Become familiar with what insurance policy covers.

· OMD attendant care, home & vehicle modification applications.

Phase 2: Definite need for service & person with ALS is. 

· Involvement of Communication Team to implement options. 

· Saliva management.

· Dietician & SLP to assess & recommend dietary changes. Strategies to maintain speech.

· Consultation re PEG Tube

· OT to strategize re eating implements, address mobility & access issues. 

· PSW for personal care 

· RT to address respiratory comfort measures. 

· Support for caregiver. Possible mentor

· Financial considerations, apply for CPP pension 

· Future Planning: Need for live in nanny. Where do they want to die. 

· Addressing their grief.

Highlight: In conducting this exercize it illustrates the numerous services that are required, just in this one case example alone. 

2.  What could be the experiences, feelings & beliefs behind the Patient’s/Families resistance to services? (Examples do not have to be limited to the case study)

· Overwhelmed by emotion (grief) i.e. tearful

· Overwhelmed by the extent of the need for service. 

· Shocked by a reality that is different than their expectations of what their life should look like, especially at 47.

· Cultural & religious influences.

· Acknowledging need for service means acknowledging the disease & its progression.

· Fears. Could have fears related to particular symptoms i.e. loss of speech

· Concern & protection for others in the family. Some patients don’t tell their children about the diagnosis

· Social Embarrassment.  Feel as if they are being judged by others

· Self image including sexuality i.e. PEG tube

· Strong privacy needs, concerned re intrusion into the home & into their lives.

· Strong independence needs.

· Not convinced the service will help i.e. related to Social Work intervention, they may question the point of talking about their situation, what good will it do?

· Angry at loss of control, refusing service gives some sense of control (refer to power in definition)

· Shame & guilt, may believe they did something to deserve this.  

· Difficulty adjusting to receiving care, when they are used to the role as caregiver. 

· Inadequate understanding of Service i.e. patient that thought total # of PSW hours were limited like they are for OT etc. 

· Resistance can reflect reality of their situation. One pt. with quick progressing disease disinterested in following up regarding progressing communication needs as the reality was that their breathing would give out before their speech. 

· Strong fatigue, lack of energy. At end stages, there can be lack of motivation /interest.

Other Potential causes and types of resistance on the part of the patient;

· Walking aids

· Admitting to needing service

· Bathroom safety equipment

· Acceptance of family help, don’t want to burden them

· Expectation from patient to family/spouse causing resistance to outside help

· Loss of independence, and personal care

· Resistance for the sake of resistance and being able to stay in control of something

· Cognition may cause resistance due to lack of understanding

· Denial and angry phase

· Sometimes they don’t have all the info

· Different coping strategies within families

· Not willing to spend the money on the equipment due to over frugality 

3.  What factors could influence our ability as Health Care Professionals to accept the refusal of services, (including treatment options, & symptom management recommendations)? 

In other words what could create our own resistance?

· Concerns for patient safety.

· We are in the helping professions it can be difficult for us to witness others suffering, when we believe certain suffering can be avoided or prevented. (This can lead to a tendency to rescue)

· Our own values, such as independence, frugality

· Cultural & religious influences.

· Fears, what would we fear losing most if we had ALS?

· Concerns about sufficient resources to support decisions, i.e. refusing placement & dying at home (no caregiver or one with limited abilities)

· We can underestimate the resourcefulness of our families i.e. the adult children of a 90-year-old caregiver chipped in & paid for overnight care for the patient at home. 

· Our own egos as professionals; it can make us uncomfortable when our advice is not taken. 

· Our own difficulty in talking about certain aspects, such as end stages

· Our emotions become too overwhelming to continue with a subject

4.  What are the potential obstacles & blocks that can inhibit our ability to have open communication about these issues?

· For ALS patients, communication can be very challenging especially when the point of resistance is related to a communication device. Charades is not an effective way of communicating. Even with tools such as writing, computers, depth of expression can be lost.

· Patient fatigue & a sense of being overwhelmed can create difficulties in hearing or even wishing to hear what the professionals have to say. 

· Hesitancy for patients & family to share & express vulnerable feelings. The manner of the Health Care Professional  (HCP) may not encourage this.

· For the HCP some topics my feel intrusive or areas we tend to keep private. i.e. the big S word, Sexuality.

· Also our own sense of morbidity may make us timid regarding discussions about end of life planning.

· We can take on the anxiety of other professionals we are working with. i.e. those who do  not believe patient should die at home. 

· Time to adequately discuss issues.

· Defensiveness & or discomfort regarding inadequate resources to support ALS patients & their families.

· Getting off on the wrong foot with the HCP

· The HCP may be too pushy, or push their own agenda

· Busy-ness on the part of the patient or the HCP and the lack of time for continued communication

· Unwillingness on the part of the patient to come into the clinic and accept help, may be caused by the patient thinking they already know everything

5.  Strategies of Health Care Professionals to Enhance Communication. 

Examples from our clinic:

· Patient Care team meetings, where each member shares their knowledge & understanding of the patient; providing a holistic picture. Consultation with other community professionals also aids with this and saves some repetition for the patient & family. 

· Team support can also provide a new perspective or information, which can help us in accepting the position of the patient or family. Sometimes we don’t have all the answers & other times we just have to let go. 

· Personal Care (Physical & Emotional) so we are aware of our values & feelings, allowing us to be responsive rather than reactive. Not on automatic pilot.  This can also be good preventive medicine to the tendency to rescue. Trying to fix the lives of others can be a reflection that our own life needs fixing. 

· Encourage early intervention in augmenting communication. Also, dollar store white boards provided on clinic cart.

· With regards to time issues, both the ALS Regional Manager & myself will sometimes conduct home visits within reasonable traveling distances.  

· Provide written information to patients & families wherever possible. i.e. PEG information booklet; Dying At Home pamphlet, Clinic Services Brochures. 

· Humour

· Use of 3 way communication sheets at clinic. It can be a tool to remind patients & family what has been discussed at clinic & how outstanding issues will be dealt with. It is also a place where health care professionals can outline their concerns. i.e. safety concerns regarding repeated falls & patient declining service. 

Point to Ponder: 

When does providing information crossover and become a sales pitch?    

