
1

TITLE: Mark Ylvisaker’s influence on scripts, videos and projects within a South

African context

Author: Glenn Goldblum, D.Phil

Department of Communication Pathology

University of Pretoria

Pretoria

South Africa

E-mail: glenngol@netactive.co.za

Mailing address:

Department of Communication Pathology

University of Pretoria

Pretoria

South Africa

0002

Phone: +South African Code: 11 440 0087

Mobile: +South African Code 82 412 0136

Fax: +South African Code: 11 887 9081

mailto:glenngol@netactive.co.za


2

Abstract

The current article overviews a range of collaborative group projects undertaken by

members of the Conversation Groups for individuals living with aphasia and

cognitive-communication disorders in the Department of Communication Pathology,

University of Pretoria, South Africa. Projects work towards creating networks of

support, and lessening barriers for the individual living with aphasia and cognitive-

communication disorders. The article highlights the pervasive and far-reaching

influence  across  continents  of  Professor  Mark  Ylvisaker’s  philosophy,  writings  and

personal teachings on both Conversation Group projects, as well as student clinician

training practice in the University of Pretoria context. In addition, Ylvisaker’s

influence is described on the development of a collaborative communication partner

training program within a South African retail supermarket environment, highlighting

the effort to remove barriers between employees and customers with a cognitive-

communication disability specifically.

KEYWORDS: Mark Ylvisaker; conversation group; aphasia; cognitive-

communication disorders; barriers
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Conversation Group (CG) projects for individuals living with aphasia and cognitive-

communication disorders in the Department of Communication Pathology, University

of Pretoria (UP), South Africa have been philosophically inspired by the teachings

and input of Professor Mark Ylvisaker since their inception in 1995. I started

corresponding with him personally in 1996, and had the privilege of meeting him for

the first time in Schenectady, NY in 2002. Until 2009, in addition to his publications,

I was regularly guided and mentored by him with his personal philosophy,

observations and teachings - some of which have been included below. Living on

another continent, the time and effort taken by Professor Ylvisaker for personal input

and guidance has always been deeply appreciated.  It is a great honor and privilege to

be invited to make a contribution to this special tribute issue.

“Rehabilitation….is more than the mechanical application of technical procedures. In

our judgment, it involves a commitment to enter the lives of the people with disability,

to create collaborative partnerships with them and the everyday people in their lives,

and to support them in part by serving as an ongoing source of optimism, creativity,

flexibility, and enthusiasm in the face of the obstacles that often seem

overwhelming”(p.xi). 1

These words cohesively reflect Mark Ylvisaker’s philosophical and humanitarian

legacy – a legacy that has profoundly impacted brain injury rehabilitation practice

globally, and my personal rehabilitation priorities specifically when working with

individuals with brain injury in South Africa. The following article attempts to

highlight this impact.
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Paradigm shifts within the rehabilitation context, specifically in relation to individuals

with neurogenic-based communication disorders have been advocated by the

participation-based International Classification of Functioning, Disability and Health

framework (ICF);2 combined with consumer-driven intervention models including the

social model of disability;3-5 the Life Participation Approach to Aphasia Project

Group (LPAA);6 and the supported participation model.7 These models propose

moving beyond creating functional and relevant outcomes for the individual with

communication disorders, to creating environmentally-and-communication-friendly

places, with fewer barriers and more facilitators.

With regard to the  rehabilitation of individuals with chronic cognitive behavioral and

communication impairments after brain injury, numerous authors7-16 have advocated a

collaborative brain injury intervention approach using an apprenticeship or ‘supported

participation’ model’(p.9).7 In this functional and richly contextualized approach,

everyday people collaborate with, and provide ongoing supports for the individual

with a traumatic brain injury (TBI) to participate within the context of their everyday

routines (including the home, work, school environment and service encounters).

Collaboration ranges from communication partner training programs, to situational

coaching of both the individual with a TBI and the relevant person in a particular

context (e.g. the teacher, parent, therapist, aide, employer and service provider) about

ways to use positive behaviour supports and become “facilitative

conversationalists”(p.787).16 Through this, endeavoring to elicit positive, respectful

communicative interaction from, and enhanced participation for, the individual with a

TBI17,18 thereby empower both individuals with a communication disorder and their

communication partners.
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Specifically, Ylvisaker & Feeney19-21 and  Ylvisaker  et  al.22 advocate the use of

projects taking the form of, for example, collaboratively-produced self-advocacy

videos that ideally create an expert role for the person with a disability. This is

empowering both for that individual, as well as for their audiences, who in turn gain

more competence in interacting with person with the disability. In addition, through

working repeatedly on goal setting, planning and monitoring with support by others in

everyday contexts, practice becomes increasingly automatic and strategies become

increasingly internalized.7,23 This helps individuals to succeed at levels “beyond those

predicted by their degree of neurologic impairment”(p.223).13 Not only has this

collaborative/supported participation approach within the individual’s own culture

and context been viewed by Ylvisaker and Feeney20 and  Ylvisaker et al.7 as working

towards the goal of a more meaningful and ultimately satisfying life for the

individual, but with reference to the ICF,2 this approach can be conceptualized as

removing social barriers and improving their ability to participate more deeply and in

a more sustainable way in their everyday communities.24-26

Ylvisaker’s thinking and philosophy have been woven through the range of projects

undertaken by group members of the two Conversation Groups (CG) for persons

living with aphasia (PwA) and persons with cognitive communication disorders

(PwCCD) respectively at the UP since the groups’ inception in 1995, and has also had

an impact on  student clinician training.  The current article provides an  overview of

these projects.  It also describes the impact of Ylvisaker’s influence on the

development of a collaborative communication partner training program within a

South African retail supermarket environment.8-10
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Conversation Groups for Individuals living with aphasia and cognitive-

communication Disorders, University of Pretoria: An overview of practical issues

The CG for individuals living with chronic aphasia and cognitive-communication

disorders (comprising a group for PwA, and a group for PwCCD) were established by

the author in 1995 in the Speech and Hearing Clinic of the Department of

Communication Pathology, UP. They continue to meet separately or in combination,

depending on the projects undertaken at the time. Each CG is facilitated by three final

year Communication Pathology student clinicians respectively under my supervision.

CG comprises group members who are English, Afrikaans and Black first-language-

speakers. CG numbers have varied over the years with an average of 8 members in the

group for PwA; and 10 members in the group for PwCCD. The CG meet once weekly

for 1 ½ hours during the University term.

CG Assessment protocols: 1995 - 2009

Since 1995, various assessment protocols have been used, focusing in particular on

the communication interaction and participation of the group members within the

group over time, with an emphasis on qualitative and subjective ratings by CG

members of various projects undertaken. These measures have included the Pragmatic

Protocol,27 and in 1999, a pilot Quality of Life (QOL) Scale, which was developed by

Goldblum, Mulder and Von  Gruenewaldt28 to determine the perceived effect of

group therapy on the QOL and social communication competence of each group

member. This QOL Scale was replaced in 2007 by the Communication Interaction

Rating Scale for Aphasia Group (CIRSAG),29 an  informal  rating  scale  designed  to

assess an individual’s interaction skills in an aphasia group.
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CG: An overview of philosophy and goals

CG goals reflect the above-described paradigm shifts.2-7 Goals are formulated under

the umbrella of advocacy, empowerment and real engagement,30,31 aiming to

dismantle and lessen barriers both personally for the individual, as well as on a

broader societal level, working towards real engagement in life activities in spite of

residual communication difficulties.

CG goals focus on getting the message across with the necessary support, rather than

on communication perfection and linguistic accuracy. Empowerment principles guide

these  efforts  where  CG  members,  within  their  capabilities,  collaborate  with  their

student clinicians, in brainstorming and setting goals for projects; implementing the

projects and where appropriate, evaluating their outcomes.32 Here,  the  PwA  and

PwCCD work towards collaborating with everyday people in their lives who will then

hopefully provide them with ongoing supports, facilitating their fuller participation in

their daily lives.7,13-15,20 These projects also provide the CG members the opportunity

to attempt to lessen or even dismantle barriers for PwA and PwCCD, endeavoring to

elicit positive and respectful communicative interaction for them.17,33

Projects undertaken by the Conversation Groups of the University of Pretoria,

Department of Communication Pathology

“Projects ideally create an expert role for the person with a disability, thereby

helping the person transform a self-concept dominated by a sense of incompetence”

(p. 2).34

Since 1995, CG members have actively participated in the formulation and

implementation of a range of self-advocacy projects that have either been individually
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identified and worked on by the individual CG members, or worked on as a group

project by the PwA and PwCCD either in their separate groups, or  in combination.

Ylvisaker in a personal communication, dated October 14, 2001 noted: “I am still

enthusiastic about ensuring meaningful themes in ones work with people.... especially

disorganized people who may not easily see the point of therapy activities. But

increasingly I am attracted to the idea of engaging folks in projects that have an

actual product  -  especially a project/ in which the individual can be considered an

expert contributor and a product that will benefit somebody.”

CG projects have evolved over time to reflect the changing interests, needs and

priorities of the CG members. In most of the following projects, either individual CG

members, or the whole group are encouraged to actively participate, thereby

clarifying their thinking and often writing their own script in relation to the topic

under discussion. The benefit of this has been highlighted by Jason who stated that

“The concept of developing scripts for tough situations work. This is the one way for

people with brain injury to take control of their lives” (p. 265).35

Individually-focused projects have included among others, writing motivational

letters to the press; writing talks for school children and rehabilitation groups;

information-sharing with employers and colleagues; developing personal web pages

and business plans. One CG member worked within the group context on his dream of

developing the first brain injury support group in South Africa, which in 2000 became

a reality, called the Brain Injury Group (BIG). In 2002, he led BIG supporters on a

march in Pretoria to the National Lottery Board asking them to fund his project!

Group-constructed projects began in 1997 when the group members collaboratively

began to create their ground rules or constitution guiding group members and

clinicians about appropriate and inappropriate group behaviour. These are revised
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annually and are helpful to student clinicians in particular.  In 1997, through the

request of various CG members, the first Open Evening was established – a

community-education project that has become the annual highlight of the year for the

CG members, where family members, friends, interested members of the public and

students attend, and the projects worked on through the year are showcased. From a

small beginning in a lecture room in the UP Speech and Hearing Clinic, this has now

evolved into a large event, where a conference room is hired on the UP campus to

accommodate the 120 or more people attending. Over the years the Open Evening has

become a large collaborative project where student clinicians and CG members work

diligently on presenting their projects in a cohesive manner.

In the ongoing effort to dismantle barriers, CG members (supported by their

clinicians) have formulated public awareness-raising brochures in English and

Afrikaans. These brochures provide information and suggestions for families and

employers on how to communicate with PwA and  PwCCD. In 2003 and 2004,36,37

CG members made videos of their fellow group members presenting the various CG

projects, and then showed  them at our annual Open Evening. Among these, CG

members made self advocacy videos reflecting on issues around their being

entrenched as a result of having aphasia, where they formulated their own feedback to

their employers under these very difficult circumstances. Scripts were collaboratively

written with the clinicians.

In 200437 CG members listened to a reading of a diversity awareness fable, The

Giraffe and the Elephant,38  and analyzed and re-wrote the fable in their own words.

CG members spent time interpreting the issues raised in the fable in relation to the
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obstacles they encountered living with aphasia and cognitive-communication

disorders. Armed with their video cameras, student clinicians accompanied CG

members into their homes, as well as onto the UP campus, identifying physical,

communication and attitudinal obstacles in these contexts. Suggestions were then

made as to how to overcome these barriers. The process and outcome of this project

was presented at the 2nd Southern African Neurological Rehabilitation Conference

(SANRA), Johannesburg, South Africa, February, 2005 where Professor Ylvisaker

was the Invited International Keynote speaker.

 CG members have prepared and presented talks to participate in Toastmaster groups

(Kagan: Toastmasters International Aphasia Gavel Club, Aphasia Institute, Toronto);

and have also actively participated in a book club group,39 reading the book Tuesdays

with Morrie40 where some CG members prepared additional comments and materials

to share with the groups weekly. Over the years, as advocated by Ross, Winslow  and

Marchant,41 experts have also been invited as resources to visit the CG, sharing their

expertise on a range of topics, including employment issues and challenges for

individuals with disability in the workplace;  professional story tellers, and a

professional dance choreographer encouraging the group members to sing, dance and

to re-connect with life.

In keeping with the technological advances, and the contemporary move towards

digital social networking (DSN), another collaborative project is the CG’s

participation in an international digital networking project facilitating participation

and learning by PwA and PwCCD as well as clinicians. In 2008, CG members from

the UP collaborated in a project with PwA from the Aphasia Treatment Program at
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California State University, East Bay (CSUEB) using e-mail communication between

these groups, exchanging photographs and information by both independent e-mailing

group members, as well as those supported by their clinicians.42  In 2009, this project

evolved into a pilot 6 week Facebook™ Project between the 2 participating

University group programs using Facebook™ as a mainstream social network

interface.43 Student clinicians facilitated creation of Facebook™ postings by PwA and

PwCCD on 6 weekly discussion topics created by the project directors. Pre-post-

project surveys were formulated and administered to the clinicians as well as the

group participants about internet and social networking familiarity and use.  Many

anecdotal lessons were learned from this project including the necessity for support to

be given to both clinicians as well as group participants. Facebook™ postings for

PwA and PwCCD require different skills than private e-mail postings. Comments

from group participants reflected their positive as well as negative perceptions about

the project: “It’s part of the way the world’s going and we need to understand it”

“I see Facebook™ as a public diary. What’s the point?”

In view of the mostly positive anecdotal evidence noted by the participants - including

reported increase in e-mailing by group participants, enjoyment of cross-cultural

learning and friendships formed with other PwA and PwCCD across continents,

expansions and refinements to this project have been proposed.43

Observations and outcomes

While many CG projects have been completed, many have not, and are either

abandoned, or re-worked on at a later stage. Personal communication with Mark

Ylvisaker (July 24, 2001) was reassuring in this regard:  “The nice thing about
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projects is that the process is typically more important than the product – so if they

never get entirely done, that’s not necessarily a tragedy.”  The process of working on

these projects was found to support the aims highlighted by Sohlberg44 and

Ylvisaker34   - namely to be empowering, providing the CG members the opportunity

to thoroughly work on their executive skill functioning through problem analysis, the

use of considerable planning and organizational skills, combined with a meaningful

context for using their language and communication skills. Furthermore, CG members

have varied in their ability to work independently on projects, and in the level of

support needed for various projects.36 Ylvisaker (personal communication October 25,

2002) likewise noted that “differing levels of support are needed in developing

projects for individuals functioning at different levels”.

In 2001, Goldblum et al.28 examined the impact of participation in a CG for PwCCD

in the Department of Communication Pathology, UP over the time period 1995- 2000.

Information was obtained through clinical observation over this six year period,

combined with data gathered from the Pragmatic Protocol,27  and a pilot Quality of

Life Scale compiled by the investigators, and administered to both the CG members

as well as their significant others. Findings showed that in spite of the plateauing of

pragmatic competence over time, the impact of CG therapy appeared to be reflected in

perceived improvements in social-communicative competence and QOL. Significant

others’ perceptions of their family members’ social-communicative competence and

QOL were also more optimistic. The CG was perceived as therapeutic and supportive,

resulting in improved insight and self confidence in the CG member.  These findings

were considered to lend support to Holland45 and Holland and Ross’s46 reference to

the inherent power of groups. Furthermore, Goldblum et al.28 concluded that in spite

of the challenges of providing group therapy, with the implicit commitment of the
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group members to participating and sharing, “the resulting benefits will include,

among others a sense of empowerment, a sense of greater control over their own lives

with a concomitant increase in personal self-esteem” (p. 14). Goldblum et al.28 also

concurred with others including Brown, Gordon and Haddad,48 and Whiteneck49

about the importance of using subjective perceptions in “filling the gaps by traditional

measures” (p. 14),28 advocating the need to develop, refine and use subjective and

QOL scales for our clinical interventions.

Over the years CG members have rated various projects using scales of 0-5

determining their enjoyment of, and perceived benefit from participating in identified

projects. It has become increasingly clear that not everyone enjoys the same projects

and this provides the clinicians with further insight and challenges when considering

current and future projects and goals. While, for example Toastmaster Group (Kagan:

Toastmasters International Aphasia Gavel Club, Aphasia Institute, Toronto)  and

Book Club39 group participation obtained an overall high rating of enjoyment (85%)

by the CG members respectively, some indicated their reluctance to participate in

these activities in future.

In addition to using rating scales where appropriate, CG participants are always asked

for their subjective comments prior to, and after completion of various projects. These

comments often provide the most powerful anecdotal evidence supporting the

worthiness of the projects undertaken, and the clear sense of community and

friendship provided by CG participation – the inherent magic and power of groups

referred to by Holland and Ross.46 Comments from members include: “Informing and

educating the public in South Africa is important and also very exciting”
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“School kids seem to sit so quietly and you can hear a pin drop when they listen to my

talk. It is amazing!”

“One of the most important things about the group is friends. They laugh with you,

they comfort you, and most importantly, they tell you when it’s not good enough.”

“A home away from home” (This feedback was written on Lightwriter® 47 by one of

the CG participants using augmentative and alternative communication as his means

of communication.)

Another outcome of CG projects has been the production of a pilot Shop Assist Card

developed by CG members in collaboration with a large national South African retail

supermarket store. The project involved CG members writing scripts in collaboration

with their clinicians and then making videos to invite representatives of the company

to meet with them. On meeting, they brainstormed ways to assist customers with

disabilities in making shopping a less barrier-filled experience. These suggestions

were then refined into a Shop Assist Card, which was eventually piloted by the

supermarket in 2001. This CG project laid the foundation for access to later

implementing a communication partner training program by Goldblum,8 and

Goldblum & Alant9,10 in the same supermarket chain as described below.

Communication partner training program for sales assistants serving customers

with a TBI

The rationale for this communication partner training program developed out of the

pervasive  attitudinal and environmental barriers that exist regarding neurogenic

communication disorders generally, and cognitive-communication disorders

following a TBI specifically.8-10  Few published communication partner training

programs are evident for TBI, in spite of collaborative communication partner training
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programs being advocated with uninformed sectors of society by Togher et al.12 to

facilitate participation for individuals with TBI across a range of service encounters.

Goldblum,8 and Goldblum and Alant9,10 developed and refined a four hour

communication partner training session based on contemporary models of adult

learning principles. The training was aimed at sales assistants in the large national

South African supermarket chain mentioned above, in an effort to promote

participation of people with TBI in the social world by reducing barriers through

training. The ability of sales assistants to identify barriers to, and facilitators of,

interactions involving customers with cognitive-communication disorders was

investigated. In line with Ylvisaker’s thinking 7,16,17,33  the development of training

and evaluation materials for this project included widespread consultation and

collaboration with individuals with a TBI. The research assistant was an individual

with a TBI, and individuals with a TBI assisted the researcher in all stages of the

study – including initial focus groups, as well as helping to develop a set of realistic

video scenarios for use in the main study. The study comprised an innovative,

preliminary effort to provide experimental data for a participation-based,

communication partner training program for the brain injured population, with

positive outcomes even after a once-off training session.9,10  Furthermore, Goldblum,8

and Goldblum and Alant9,10 conclude that these results support thinking advocated by

Ylvisaker,17,33 and Ylvisaker et al.7,16 among others, that “rehabilitation professionals

should develop collaborative networks of support across social contexts.” Such

communication partner training programs will create “more facilitative and less

barrier-filled communication opportunities for such individuals” ( p.104).10
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Conclusion

Ripples of Professor Mark Yvlisaker’s thinking, writings and teachings have extended

from  the  College  of  Saint  Rose  in  Albany,  NY,  USA  to  the  University  of  Pretoria,

South Africa.  The far-reaching impact of his writings and personal input have been

highlighted in describing the range of collaborative projects undertaken by CG

members from the inception of the these groups at Pretoria University in 1995 until

the present; as well as on student clinician training practice within this setting. In

addition, Ylvisaker’s influence on the development of a

communication partner training project8-10 within a South African retail supermarket

environment is described. All these projects are essentially collaborative in nature,

ultimately aiming to create more environmentally-and-communicatively-friendly

places with fewer barriers, more facilitators and networks of support in place for the

PwA and the PwCCD.7

Personal Postscript:

On the 5th May, 2009, less than 3 weeks before Mark Ylvisaker passed away, I e-

mailed him, enquiring about his health. He e-mailed an immediate reply saying how

ill he was, and with a few personal farewell lines. The only way I knew to say

goodbye was to send him a photo of a bucket filled with my garden roses, inviting

him to “smell the roses.”  His reply was almost immediate: “Beautiful roses - nice

work.”

This article is dedicated to the memory of my video-carrying friend, Mark Ylvisaker,

whose philosophical teachings, generous mentorship and above all, special friendship,

helped over many years to focus my rehabilitation priorities in South Africa, while

collaborating with individuals with neurogenic-based communication disorders.
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He always had time to smell the roses.
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