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Goals For Today
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MA Systems Transformation Grant

� Five-year CMS funded grant from October 2005 –
September 2010

� Three goal areas:  
� Development of a Comprehensive Quality 

Management System Across Long Term Services 
and Supports

� Affordable and Accessible Housing
� Nursing Home Diversion and Alternative Financing



Quality Goal
� Three main objectives:

� Develop and implement a comprehensive quality 
management strategy across long term support 
programs and servicesprograms and services

� Design and implement routine quality reports

� Develop and implement an evaluation strategy



Where Do We Start?
It’s like building a house……
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Consumer Involvement ToolkitConsumer Involvement Toolkit



Consumer Involvement Toolkit
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Why A Toolkit?
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Toolkit Organization and 
Development
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Toolkit Organization and 
Development Con’t
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Toolkit Current Status
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PhotoVoice ProjectPhotoVoice Project



PhotoVoice Project-Group Activity
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Important Terms
� Personal Experience

� Outcomes: The things that are of value to 
individualsindividuals

� Services and Supports



How Are We Involving Consumers in 
Development of Core Outcomes?

� Two statewide initiatives:

� PhotoVoice project

� Structured interviews and focus groups



What is PhotoVoice?
� Puts a camera in the hands of the individual to 

document his or her life experiences 

� For this project, the focus is to document quality � For this project, the focus is to document quality 
of services and quality of life in five key domain 
areas



� Access
� Respect & Dignity
� Health & Safety
� Community Integration/Inclusion

Quality Domain Areas

� Community Integration/Inclusion
� Person -Centeredness



� Perspectives of individuals who have experience 
receiving services from a variety of state 
agencies and programs:

Target Populations

� MCB, MCDHH, MRC, EOEA, DPH, DMH, DDS, and 
Medicaid



� Group Facilitator
� Peer-Facilitator
� 3 Workshops
� CDs, Certificates, Next Steps

The Mechanics: PhotoVoice 
Sessions

� CDs, Certificates, Next Steps



� Session #1: meet and greet/education

� Session #2: Review photos taken and  discuss 
experiences

PhotoVoice Sessions

experiences

� Session #3: Write narratives, select photos, 
share with group



Key Findings
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Core Consumer OutcomesCore Consumer Outcomes



� Identify themes

� Draft outcomes based upon what consumer 
shared

What Happens to the Information 
Learned from PhotoVoice?

shared

� Go back to consumers to make sure “we got it 
right”



� Present outcomes to Executive Leadership

� Adopt outcomes across long term support 
programs and services

Translate Into Policy

programs and services

� Measure program and service effectiveness 
against outcomes



Details, Details, Details
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Crawling towards my recovery (Access)Crawling towards my recovery (Access)
After my first psychotic break, I was put on three mg. of Risperdal for four 
months. Among many terrible side effects my hands and arms were locked 
in crippling gestures of an automaton. While I had never heard of the 
peer/recovery movement, I understood immediately the need to question 
the supremacy treatment with psychotropic cocktails. I want both me and 
my peers to have access to their authentic selves. I want everyone with a 
mental health diagnosis to be able to advocate for themselves, unhindered 
by the serious physical and mental side effects of neuroleptics. 





Back Ally Entrance (Respect & Dignity)
These dumpsters flank the entrance to this unmarked door. The 
location is Clinical Supports and Options Athol, MA. This is the route 
to my therapist office. The first time I went I did not know where it 
was. There are three dumpsters in this parking lot. The summer 
brings on an unimaginable odor. The liquid drainage from the 
dumpsters (stain seen) runs right into the path of the walkway. This 
is the only entrance to the building. This access is unacceptable and 
degrading to think we, as mental health clients do not deserve better. 





Clean (Participant-Centeredness)
While on Risperdal every inch of my face 
was covered in pimples at age 24. This 
was the most visibly infantilizing aspect 
of my medication. After a great deal of 
shame, my daily routine was shame, my daily routine was 
revolutionized by my desire to be “clean” 
after receiving a mental health diagnosis. 
Though I am relieved to be able and 
willing to take care of myself, I recognize 
that I am still motivated by the fear of 
stigma. I want everyone with a mental 
health diagnosis to be able to show 
themselves for who they are, changing 
themselves at the pace they choose. 



Push Down and Turn (Health)
I’ve been taking meds for two decades, but I have extremely mixed 
feelings about it. Sometimes I feel like my meds are pushing down and 
turning on me. I don’t trust the pharmaceutical industry. Sometimes I 
feel like big pharmacies is the bully to whom I give my lunch money in 
exchange for “protection”. I hope to someday find a healthful alternative 
to my medications. 



� Real and Rich Personal Experience: each person 
judges quality of his or her own life; cannot standardize 
and cannot generalize but can use individuals’ 
experiences and perspectives to shape themes that are 
validated

What Truly Matters….Why Consumer 
Engagement Matters…..

� Outcomes: Defines things that are of value to 
individuals , that give their lives meaning, that make 
them feel engaged, that make up what we call quality of 
life.  Also known as goals, dreams, wishes, desires.

� Services and Supports: Provide context and meaning 
and if built to support consumer values, will help achieve 
outcomes
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Consultant
hjohnson268@comcast.net
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